Social  Aspects  of  Chronic 
Illness,  Impairment  and 

Disability 


Editors 

Stephen  C.  Hey 
yVinamette  University 

Gary  Kiger 
Utah  State  University 

John  Seidel 
School  of  Nursing 
University  of  Colorado 


Proceedings  of  the  25th 
Annual  Conference  of  the  Western 
§Opial  Science  Association,  Sociology 
Division,  Sessions  on  Chronic  Disease  and 
Disability,  Albuquerque,  New  Mexico 


f  HV1716 


April  27  -  30, 1983 


-SOCIAL  ASPECTS  OF  CHRONIC  ILLNESS, 
IMPAIRMENT  AND  DISABILITY 


A  Publication  by 

Society  for  the  Study  of  Chronic  Illnes 
Impairment  and  Disability 
and 

Willamette  University 
Salem,  Oregon 
1984 


Afi/lI-RiCAN  FO'JNDATiON  FOR  THE  BLIHD 
15  VviiST  16th  STRiiET 
NEW  YORK,  NY  10011 


CONTENTS 


Introduction  .  1 

CHAPTER  I.  The  Organizational  Processing  of  Impaired  and  Disabled 
People  in  Society 

Introduction  .  3 

1.  Emerging  Trends  Among  Rehabilitation  Workers  for  the  Blind 

Stephen  C.  Hey  and  Gary  Willoughby . 4 

2.  The  Social  Organization  of  Identifying  Hyperactive  School 
Children 

Gary  Kiger . 15 

3.  Social  Types  in  an  Amorphous  Category — "The  Blind:" 

Differentiated  Rehabilitation  Programs  for  the  Visually 
Compromised 

Ellwyn  R.  Stoddard  and  Stephanie  L.  Shanks  .  37 

CHAPTER  II.  Social  Adjustments  of  Impaired  and  Disabled  People 

Introduction  .  61 

1.  "They  Act  Like  It's  Contagious:"  A  Study  of  Mobility 
Impairment  in  a  New  York  City  Neighborhood 

Jessica  Scheer  .  62 

2.  Patient  Health  and  Psychological  Wellbeing:  Health  Status, 

Disease  Adjustment,  and  Stress  Among  Rheumatology  Patients 
Caroline  L,  Kauffman  .  7O 

3.  Women  With  Spinal  Cord  Injury:  Sex  Role  Attitudes  and  Role 
Reorganization 

Emily  B.  Bonwich . 88 

CHAPTER  III.  Interactions  Between  Impaired  and  Non-Impaired  Persons 

Introduction  .  100 

1.  Chronic  Disease  and  Patient  Participation  in  Treatment 

Charles  W.  Lidz,  Alan  Meisel ,  and  Mark  Munetz . 102 

2.  An  Investigation  of  Nonverbal  Communicative  Behaviors 
Exhibited  by  Deaf  Adults  in  Dyadic  Interaction  with 
Hearing  Persons 

Sue  E.  Ouellette  . . 112 

3.  On  Becoming  a  Psychotherapist  for  Physically  Handicapped 
and  Chronically  Ill  Children  and  Adolescents 

Steven  H,  Vogel  stein  and  Susan  Goldstein . 129 

CHAPTER  IV.  Historical  and  Cross-Cultural  Perspectives  on  Physical 
Impairments  and  Disabilities 


Introduction 


138 


1.  Some  Observations  on  Disability  and  Rehabilitation 

John  B.  Christiansen .  139 

2.  Historical  Antecedents  of  Stereotypes  About  Mental 
Retardation 

Daryl  Paul  Evans .  157 

3.  Anthropology  and  the  Handicapped:  The  Need  for  a 
Cross-Cultural  Perspective 

Nora  Groce .  197 


i;. 


INTRODUCTION 


The  articles  included  in  this  book  of  proceedings  were  presented  at  the 
Western  Social  Science  Association  (WSSA)  meetings  in  Albuquerque,  New  Mexico 
during  late  April  of  1983.  The  six  sessions  on  chronic  illness,  impairment 
and  disability  were  organized  under  the  auspices  of  the  division  of  sociology 
within  the  WSSA.  These  sessions  possess  a  rich  history  which  dates  back  to 
1980  when  the  editors  of  this  work  first  organized  sessions  around  the  topic 
of  chronic  illness,  impairment  and  disability  at  the  WSSA  meetings.  Since 
1980,  the  number  of  sessions  and  participants  has  grown.  This  edited  work 
reflects  the  philosophy  of  the  WSSA  in  that  we  have  sought  an  interdisciplinary 
approach  to  the  issues  relevant  to  chronic  illness,  impairment  and  disability. 

The  disciplines  represented  here  include  sociology,  psychology,  psychiatry, 
law,  anthropology,  history,  rehabilitation  services  and  economics,  to  name 
only  a  few. 

It  is  our  hope  that  this  work  will  stimulate  interdisciplinary  dialogue 
and  serve  as  a  resource  for  those  interested  in  current  research  on  issues 
regarding  persons  who  are  handicapped. 

The  thematic  organization  of  this  work  reflects  our  conviction  that 
issues  surrounding  chronic  illness,  impairment  and  disability  must  be  approached 
from  a  multidisciplinary  perspective.  To  this  end,  we  include  articles  on  cul¬ 
tural  conceptions  of  handicapped  persons,  treatment  programs  for  the  handi¬ 
capped,  interaction  strategies  employed  by  handicapped  persons  and  the  history 
of  responses  to  handicapped  persons.  These  articles  suggest  a  movement  beyond 
examining  chronic  illness,  impairment  and  disability  from  a  medical  perspective. 
While  the  medical  model  is  a  dominant  approach  to  discussions  about  handicapped 
persons,  other  perspectives  and  critiques  are  offered.  Also,  chronic  illness, 
impairment  and  disability  have  long  been  analyzed  from  a  deviance  approach  which 
highlights  the  concept  of  stigma — that  a  handicap  spoils  a  person’s  social 
identity  (Coffman,  1963).  Much  of  the  current  research  acknowledges  the  impor¬ 
tance  of  societal  reaction  to  handicapped  persons,  while  also  emphasizing  the 
ways  in  which  handicapped  persons  develop  identities  beyond  stigma.  The  articles 
in  this  volume  analyze  and  critique  what  is  made  of  chronic  illness,  impairment 
and  disability  socially. 

We  are  indebted  to  many  individuals  and  organizations,  too  numerous  to 
name  here.  We  would  like  to  extend  our  special  thanks  to  Professor  Irving  Zola 
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of  Brandeis  University.  His  support,  insights  and  constructively  critical 
remarks  are  especially  appreciated.  We  also  wish  to  thank  James  Bjorkquist 
and  Jerry  Berberet  of  Willamette  University. 

Without  the  secretarial  assistance  of  Ms.  Darla  Stuck!  (Sociology  Depart¬ 
ment,  Utah  State  University)  and  especially  Ms.  Mary  Gisler  (Willamette 
University)  and  the  careful  proofreading  of  Barbara  Herr  and  Molly  Culick 
(Willamette  University),  this  book  would  not  be  possible. 

We  also  extend  our  thanks  to  our  departments:  Sociology,  Willamette 
University;  Sociology,  Social  Work  and  Anthropology,  Utah  State  University; 
and  the  School  of  Nursing,  University  of  Colorado  Health  Sciences  Center. 

Lastly,  we  thank  the  WSSA,  Professor  David  Cay  (President)  and  the  soci¬ 
ology  division  for  their  support  of  our  sessions  on  chronic  illness  impairment 
and  disability. 
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Chapter  1 

The  Organizational  Processing  of 
Impaired  and  Disabled  People  in  Society 

One  consequence  of  being  defined  as  impaired  or  disabled  is  that  indi¬ 
viduals  frequently  find  themselves  channeled  to  organizations  which  claim 
special  knowledge  about  and  special  expertise  to  treat  the  condition.  Such 
organizational  agents  may  certify  the  existence  of  a  disability,  bestow  a 
"deviant"  identity,  and/or  socialize  individuals  to  their  new  role.  The 
body  of  knowledge  imparted  during  socialization  in  such  agencies  frequently 
includes  an  expert  definition  of  the  condition  and  special  skills  to  cope 
with  the  disability  as  defined  by  the  organization.  How  persons  come  to  see 
themselves  and  to  function  with  a  disability  is  determined,  in  large  part,  by 
their  experiences  with  such  organizations.  The  irony  here  is  that  contact 
between  a  person  who  is  disabled  and  a  "helping  agency"  may  push  the  individual 
further  into  a  deviant  role. 

In  the  first  selection.  Hey  and  Willoughby  continue  their  previous  reas¬ 
sessment  of  the  criticisms  of  workers  for  the  blind  and  programs  for  the  blind 
advanced  by  Robert  A.  Scott  in  The  Making  of  Blind  Men.  The  nature  and  charac¬ 
ter  of  rehabilitation  teacher  training  is  the  subject  of  this  investigation. 

In  the  second  article,  Kiger  examines  the  process  by  which  a  school  child 
comes  to  be  identified  as  hyperactive,  a  condition  recognized  on  the  basis  of 
behavioral  symptoms  and  seldom  has  "observable  pathological  signs  within  the 
organ  system  of  the  individual."  The  role  of  teachers  as  well  as  physicians 
is  of  special  importance. 

Finally,  Stoddard  and  Shanks  suggest  that  visual  impairment  is  a  more 
varied  and  complex  condition  than  is  typically  recognized.  To  demonstrate  this 
assertion,  they  examine  four  variables  which  influence  how  persons  respond  to 
the  onset  of  visual  impairment  and  how  a  person's  identity  comes  to  revolve 
around  the  blind  role:  the  degree  of  visual  impairment,  the  age  of  onset,  the 
rate  of  onset,  and  the  level  of  dependency.  Stoddard  and  Shanks  conclude  by 
offering  a  systematic  typology  of  visual  impairment  based  upon  a  logical  cross¬ 
tabulation  of  varying  degrees  along  the  four  dimensions  they  cite. 
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EMERGING  TRENDS  AMONG  REHABILITATION  WORKERS  FOR  THE  BLIND 

Stephen  C.  Hey 
Gary  Willoughby 

Last  year  at  these  meetings  in  San  Diego,  we  presented  the  second  of  two 
reports  on  the  beginning  phase  of  a  reassessment  of  the  propositions  about 
workers  for  the  blind  and  programs  of  agencies  for  the  blind  suggested  by  Robert 
A,  Scott  in  The  Making  of  Blind  Men.  In  the  first  study  (Hey,  Willoughby,  Mercer, 
and  Miesel,  1981),  we  reported  on  beliefs  among  workers  for  the  blind  regarding 
disabilities,  expectations  that  rehabilitation  teachers  for  the  elderly  visually 
impaired  have  for  their  clients,  and  whether  workers  in  services  for  the  elderly 
visually  impaired  expect  clients  to  define  themselves  as  blind  thereby  encouraging 
the  blind  label.  Data  for  the  study  was  collected  from  rehabilitation  teachers 
serving  the  elderly  through  the  Home  Teachers  Division  of  Colorado  State  Services 
for  Blind  and  Deaf  Individuals  in  the  Denver  Metropolitan  area.  We  found  that 
Denver  area  rehabilitation  teachers  for  the  visually  impaired  elderly  did  not 
require  clients  to  accept  the  fact  of  their  blindness  nor  to  learn  rechniques 
developed  for  the  totally  blind  to  the  exclusion  of  skills  which  optimize  the 
residual  vision  clients  have. 

In  the  second  study  (Hey  and  Willoughby,  1982),  we  reported  on  the  struc¬ 
tural  antecedents  that  Scott  (1969)  suggested  led  agencies  for  the  blind  to  adopt, 
and  workers  for  the  blind  to  favor,  an  accommodative  approach  to  rehabilitation. 
Particular  attention  was  paid  to  the  educational  backgrounds  of  workers  for  the 
blind  and  their  perceptions  of  the  availability  of  alternative  employment.  In 
the  second  study  on  agencies,  we  found  that  the  Denver  area  rehabilitation 
teachers  had  completed  Master’s  degrees  in  either  visually  handicapped  education 
or  rehabilitations  with  an  area  of  specialization  in  orientation  and  mobility. 

They  saw  themselves  as  having  a  considerable  number  of  job  possibilities  and 
good  career  mobility.  Those  findings  suggested  a  situation  far  different  from 
the  type  that  Scott  (1969)  believed  promoted  an  accommodative  approach  to  re¬ 
habilitation  services  for  the  blind  and  visually  impaired. 

While  our  previous  findings  suggested  that  blind  services  is  a  field  exper¬ 
iencing  many  important  changes,  we  believe  that  Scott’s  criticisms  of  workers 
for  the  blind  and  programs  for  the  blind  require  further  investigation. 

Therefore  in  this  paper,  we  begin  a  second  phase  of  our  reassessment  of 
the  criticisms  of  workers  for  the  blind  and  programs  for  the  blind  advanced  by 
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Robert  A.  Scott  in  his  pioneering  study,  The  Making  of  Blind  Men.  In  the  se¬ 
cond  phase  of  the  research,  we  have  employed  a  greatly  expanded  research  popu¬ 
lation.  Scott  argued  that  most  agencies  for  the  blind  practice  an  accommodative 
approach  to  rehabilitation,  making  visually  impaired  clients  dependent  upon  the 
agency  from  which  they  receive  blind  services.  He  has  suggested  that  blindness 
agencies  emphasize  the  accommodative  approach  for  three  major  reasons: 

1.  Agencies  for  the  blind  are  dependent  on  public 
financial  support  and  the  public  tends  to  support 
most  generously  agencies  practicing  an  accommodative 
approach  to  rehabilitation. 

2.  Agencies  for  the  blind  are  in  competition  for  scarce 
clients. 

3.  Workers  in  services  for  the  blind  are  often 
trained  on  the  job  and  possess  non-transf erable 
skills  which  encourage  them  to  favor  an  accommo¬ 
dative  approach  to  rehabilitation. 

Scott  has  emphasized  that  blindness  is  a  learned  social  role  partially 
learned  through  rehabilitation  agencies  for  the  blind.  His  work  discussed 
socialization  that  takes  place  in  social  service  agencies  with  special  atten¬ 
tion  to  reciprocal  roles  played  by  workers  for  the  blind  and  their  clients. 
However,  since  he  published  the  results  of  his  research  in  the  late  1960 ’s, 
procedures  and  programs  in  rehabilitation  services  for  the  blind  and  visually 
impaired  have  changed  dramatically.  In  the  last  decade  or  so,  colleges  and 
universities  have  developed  programs  for  training  teachers  and  workers  for  the 
visually  disabled.  During  the  same  period,  state  and  private  programs  for  re¬ 
habilitating  blind  and  visually  impaired  persons  have  been  expanded.  For  example, 
in  1975  the  state  of  Colorado  funded  a  home  teaching  program  for  elderly  blind 
persons,  and  the  Colorado  Social  Services  Department  established  a  three-year 
federally-funded  demonstration  project  entitled,  "The  Elderly  Blind  Project," 
serving  thirteen  counties  in  northern  and  eastern  Colorado.  Since  the  Elderly 
Blind  Project  was  established,  services  for  both  the  aged  visually  disabled  and 
the  younger  visually  impaired  have  been  provided  by  the  state  of  Colorado. 

In  The  Making  of  Blind  Men,  Scott  used  the  interactionist  approach  to  the 
study  of  socialization  focusing  on  certain  mechanisms  that  influence  the  role¬ 
learning  of  the  blind.  According  to  Scott,  role-learning  in  an  interactional 
field  of  blindness  occurs  in  three  major  contexts: 

^  1.  The  attitudes  and  beliefs  about  blindness  acquired 

during  childhood  serve  as  the  internal  guidelines 
for  the  behavior  of  the  newly  blinded. 
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2.  Attitudes  are  formed  during  face-to-face  interaction 
with  others  after  the  onset  of  blindness. 

3.  Attitudes  and  beliefs  are  internalized  and  rein¬ 
forced  during  participation  of  newly  blind  persons 
in  agencies  for  the  blind. 

Scott  identified  two  contexts  critical  for  understanding  the  process  of  be¬ 
coming  blind  in  later  life:  (a)  face-to-face  interaction  in  the  process  of 
role-learning,  and  (b)  self-concept  formation  of  blind  persons  combined  with 
socialization  in  processes  of  rehabilitation  of  blind  persons. 

For  those  who  make  use  of  agency  services,  part  of  the  learning  of  blind 
roles  takes  place  in  rehabilitation  agencies  for  the  visually  impaired.  In 
order  to  understand  more  fully  socialization  in  rehabilitation  settings,  roles 
played  by  workers  for  the  blind  need  to  be  noted;  programs  available  in  agencies 
for  the  blind  and  other  structural  realities  of  rehabilitation  agencies  need  to 
be  evaluated.  Three  important  features  that  influence  socialization  processes 
in  rehabilitation  agencies  for  the  blind  are: 

1.  The  role  played  by  rehabilitation  workers  in  agencies 
for  the  blind  through  the  process  of  socialization  to 
blindness, 

2.  The  type  and  quality  of  programs  offered  by  agencies 
for  the  blind,  and 

3.  Certain  structural  realities  underlying  organizations 
developed  to  finance  and  rehabilitate  visually  impaired 
persons . 

Agencies  for  the  blind  are  in  a  powerful  position  to  influence  visually 
impaired  persons.  The  social  service  agency  is  commonly  viewed  by  persons 
from  all  parts  of  society  as  a  legitimate  and  proper  setting  to  care  for  and 
rehabilitate  blind  clients.  Agencies  are  believed  to  be  staffed  with  highly- 
qualified  and  well-trained  experts  who  possess  special  knowledge  about  the 
complex  and  puzzling  problems  of  the  blind  (Scott,  1969:75).  Workers  for  the 
blind  are  extremely  important  in  the  newly  blind  person’s  socialization  to 
blindness  because  rehabilitation  workers  bear  a  special  responsibility  for  the 
day-to-day  conduct  of  the  rehabilitation  process.  But  behind  the  individual 
workers  for  the  blind  are  agency  programs  and  structural  features  that  limit 
relations  between  workers  and  clients. 

Scott  found  that  two  basic  approaches  in  the  rehabilitation  to  blindness 
dominate  programs  in  social  service  agencies:  the  restorative  approach  and 
the  accommodative  approach.  The  restorative  approach  emphasizes  that  most 
blind  people  can  be  restored  to  a  reasonably  high  level  of  independence  and 
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can  lead  a  fairly  normal  life.  A  blind  person,  however,  must  accept  completely 
the  fact  that  he  is  blind  and  must  receive  competent  and  professional  counseling 
and  training  if  he  is  to  be  restored  to  independence.  Objectives  of  the  restora¬ 
tive  approach  are  to  rehabilitate  the  visually  impaired  person  completely  and  to 
integrate  him  back  into  his  community  totally  (Scott,  1969:80). 

The  accommodative  approach  supports  the  ideal  of  independence,  but  agency 
workers  are  skeptical  that  complete  independence  can  ever  be  achieved.  Programs 
and  facilities  tend  to  be  designed  to  accommodate  rather  than  restore  the  help¬ 
less,  dependent  blind  person.  An  unstated  outcome  of  agencies  emphasizing  the 
accommodative  approach  is  that  most  clients  end  up  organizing  their  lives  around 
the  agency  and  become  regular  participants  in  the  agency’s  recreation  programs 
and  obtain  employment  in  a  sheltered  workshop  or  other  agency-sponsored  employ¬ 
ment  programs.  The  accommodative  approach  tends  to  create  blind  persons  who 
are  most  comfortable  inside  of  the  agency's  contrived  environment.  Theoretically, 
blind  persons  socialized  in  an  accommodative  agency  will  be  maladjusted  to  the 
larger  community  (Scott,  1969:84-86).  While  most  agencies  for  the  blind  pay  lip 
service  to  the  restorative  approach,  in  practice  most  employ  some  qualified  form 
of  the  accommodative  approach. 

Although  attitudes  and  beliefs  among  staff  members  of  rehabilitation  agencies 
are  important  in  understanding  the  background  of  the  agency's  approach  to  re¬ 
habilitation,  certain  structural  characteristics  lie  behind  policies  and  pro¬ 
grams  initiated  and  developed  by  an  agency.  For  example,  the  accommodative 
approach  to  rehabilitation  may  be  an  agency ’ s  response  to  the  inability  of  a 
community  to  deal  with  the  fact  of  blindness.  The  accommodative  approach  is, 
in  part,  an  institutionalized  programic  response  to  a  community's  discomfort 
with,  and  desire  to  avoid,  the  blind.  Because  many  citizens  feel  that  blindness 
is  a  stigmatized  condition  with  inherent  ambiguities  and  behavioral  uncertanties , 
sighted  persons  frequently  avoid  interaction  with  the  blind.  Agencies  as  a 
result  become  asylums  for  a  significant  number  of  blind  persons,  and  resistance 
in  communities  to  the  return  of  blind  persons  back  into  the  mainstream  of  com¬ 
munity  life  reinforces  stereotypic  notions  about  the  blind.  Fundraising  cam¬ 
paigns  for  agencies  that  work  for  blind  people  occasionally  manipulate  fears  and 
erroneous  beliefs  about  blind  populations.  Agencies  frequently  have  vested 
interests  in  reinforcing  the  very  attitudes  and  fears  that  they  maintain  are  a 
cause  of  many  problems  of  blind  persons.  To  be  successful,  agencies  may  have 
no  choice  in  fund-raising  activities  but  to  adopt  an  accommodative  approach  to 
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the  rehabilitation  of  blind  because  they  have  found  the  accommodative  approach 
compatible  with  the  solvency  of  the  agency  (Scott,  1969:92-97). 

Rehabilitation  agencies  in  the  field  of  services  for  the  blind  tend  to 
promote  the  accommodative  approach  to  rehabilitation,  in  part,  because  the 
accommodative  approach  works  to  insure  against  potential  drains  in  the  client 
pool.  Because  the  clients  are  encouraged  to  become  ever  more  involved  with  the 
activities  of  the  agencies  and  because  competition  among  agencies  in  urban  areas 
is  frequently  intense  for  a  limited  number  of  clients  who  qualify  for  participa¬ 
tion  in  programs  for  the  blind,  agencies  working  with  visually  impaired  and  blind 
populations  tend  to  emphasize  the  accommodative  approach  in  order  to  recruit  and 
retain  clients. 

Traditionally,  vision  services  has  been  a  field  where  few  formal  education 
programs  have  been  available  for  training  of  personnel.  As  a  result,  staff  mem¬ 
bers  previously  gained  nearly  all  of  their  training  on  the  job,  a  fact  that  had 
implications  for  both  career  mobility  and  the  types  of  rehabilitative  programs 
found  in  agencies  for  the  blind. 

The  distinctive  historical  pattern  of  agency  development  has  influences  on 
career  mobility.  Scott  contends  that  untrained  workers  differ  from  many  other 
professionally  untrained  persons  in  that  their  status  and  influence  is  contingent 
upon  the  continued  existence  of  the  agency.  "The  fate  of  the  untrained  worker  is 
therefore  directly  tied  up  with  the  fate  of  the  agency  for  which  he  works.  As  a 
result,  his  primary  commitment  is  to  the  agency.  His  commitment  to  work  for  the 
blind  as  a  profession,  and  more  importantly,  to  the  blind  persons  who  are  served, 
is  only  secondary"  (Scott,  1969:102).  A  major  consequence  to  this  pattern  of 
commitment  is  the  promotion  of  policies  and  programs  which  assure  the  continuance 
of  the  agency.  In  practice,  the  promotion  of  the  accommodative  approach  to  the 
rehabilitation  of  blind  persons  is  the  general  rule  in  agencies  for  the  blind. 

An  accommodative  approach  to  rehabilitation  is  insurance  against  potential  drains 
in  the  client  pool,  and  "few  blindness  workers  can  afford  to  ignore  the  fact  that 
the  agency’s  fiscal  integrity  is  more  secure  when  an  accommodative  approach  is 
adopted:  (Scott,  1969:120).^ 


For  other  important  papers  on  blindness  services  by  Robert  A.  Scott  see 
The  Selection  of  Clients  By  Social  Welfare  Agencies:  The  Case  of  the  Blind. 

Social  Problems  14  (Winter,  1967):  p. 248-257;  The  Social  Cultural  Context  of 
Aging  in  American  Society.  Proceedings  of  the  Research  Conference  on  Geriatric 
Blindness  and  Severe  Visual  Impairment.  American  Foundation  for  the  Blind  (1968): 
p. 29-36. 
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In  the  paper  we  presented  at  these  meetings  in  1981,  we  reported  on  a 
study  of  workers  for  the  blind.  In  the  paper  we  presented  last  year,  we  reported 
on  an  investigation  of  Scott's  criticisms  concerning  agencies  for  the  blind.  Par¬ 
ticular  attention  was  paid  in  the  second  paper  to  the  structural  antecedents  that 
Scott  (1969)  suggested  led  agencies  for  the  blind  to  adopt  an  accommodative  approach 
to  rehabilitation.  This  paper  continues  our  investigation  of  Scott's  criticisms 
concerning  agencies  for  the  blind.  Once  again,  we  will  pay  particular  attention 
to  the  structural  antecedents  that  Scott  believed  accounted  for  the  type  of  re¬ 
habilitation  programs  found  at  the  time  of  his  study.  Scott's  criticisms  con¬ 
cerning  agencies  for  the  blind  suggested  the  following  general  research  question: 

1.  What  is  the  educational  background  of  the  workers 
for  the  blind  in  the  agencies? 

Method 

Data  for  this  study  were  derived  from  a  mailed  questionnaire  survey  entitled 
a  "National  Survey  of  Teachers  and  Counselors  Serving  Visually  Impaired"  and  were 
collected  in  1981.  The  instrument  contained  53  items  plus  contingency  questions. 
Most  of  the  items  in  the  questionnaire  were  open-ended.  Data  were  analyzed  by 
means  of  standard  qualitative  techniques  discussed  by  Lofland  (1971),  and  descrip¬ 
tive  statistics  have  been  computed  where  appropriate. 

Population 

The  population  was  drawn  from  rehabilitation  agencies  serving  the  visually 
impaired  that  were  listed  in  the  Directory  of  Agencies  Serving  the  Visually  Handi¬ 
capped  in  the  U.S.  The  population  included  all  public  and  private  agencies  that 
were  listed  as  providing  rehabilitation  services  for  visually  impaired  persons. 

The  original  population  included  117  agencies.  Upon  further  investigation,  it 
was  determined  that  11  agencies  did  not  provide  the  types  of  services  they  were 
described  as  providing  in  the  Directory,  and  two  other  agencies  had  gone  out  of 
business.  These  cases  were  dropped  from  the  population,  leaving  an  effective 
total  N  of  104. 

From  the  104  remaining  agencies,  we  received  61  usable  questionnaires.  This 

figure  equals  a  response  rate  of  58.65%.  Considering  the  size  (53  items  plus 

numerous  contingency  questions),  the  open-ended  nature  of  the  questionnaire,  and 

2 

the  fact  that  the  instrument  was  a  mailed  questionnaire,  the  response  rate  was 
quite  high. 

2 

For  a  good  discussion  of  the  problems  involved  with  mailed  questionnaire 
studies,  see  Bailey  (1978)  or  Dillman  (1978). 
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The  respondents  included  29  state  agencies,  25  private  agencies,  five  state 
commissions,  and  two  state-funded  adult  educational  facilities.  One  of  the  five 
commissions  was  an  adult  residential  school  providing  training  in  independent 
living  skills  and  personal  adjustment.  The  agencies  ranged  in  size  from  1  to  275 
full-time  paid  staff  members  providing  direct  services  to  visually  impaired  persons. 
The  median  agency  professional  staff  size  was  19. 

The  agency  reporting  275  full-time  paid  staff  members  is  located  in  a 
medium  sized  southern  town,  and  its  staff  size  is  more  than  twice  as  large  as  the 
staff  size  of  the  next  agency.  Because  of  the  extent  of  the  disparity  in  staff 
size,  we  believe  the  agency  misunderstood  the  question,  and  their  data  to  be  suspect. 
Excluding  this  agency,  the  agencies  ranged  in  size  from  1  to  128  full-time  paid 
staff  members  providing  direct  services  to  visually  impaired  persons.  The  median 
agency  professional  staff  size  remained  at  19. 

The  number  of  rehabilitation  teachers  employed  by  an  agency  ranged  in  size 
from  1  to  55.  The  median  size  of  rehabilitation  teacher  staff  was  6. 

Findings 

The  following  section  is  devoted  to  the  presentation  and  discussion  of  re¬ 
search  findings.  In  developing  this  section,  we  employ  the  following  format:  we 
first  reproduce  two  research  questions,  then  present  the  findings  for  each  selected 
research  question  in  order  to  compare  them  to  propositions  suggested  by  Robert  A. 
Scott  in  The  Making  of  Blind  Men.  Finally,  we  conclude  with  some  theoretical  ob¬ 
servations  which  the  findings  suggest. 

To  assess  Scott’s  contention  that  workers  for  the  blind  are  primarily  trained 

on  the  job,  we  asked  agencies: 

What  is  the  educational  background  of  your  current 
rehabilitation  teaching  staff?  (Please  list  the 
type  of  degree  and  the  specific  area  of  speciali¬ 
zation  for  each  rehabilitation  teaching  staff  mem¬ 
ber — e.g.,  rehabilitation  counseling,  rehabilitation 
teaching,  visually  handicapped  education,  psychology, 
etc.  In  addition  to  formal  degrees,  please  list  any 
relevant  non-degree  professional  training.) 

Of  the  responses  which  allowed  us  to  identify  the  specific  training  of  in- 

3 

dividual  workers  for  the  blind,  48.52%  of  these  service  providers  had  completed 

_ 

Twenty  of  the  responding  agencies  failed  to  provide  information  that  was 
specific  enough  to  be  of  use  in  the  computation  of  statistics.  If  one  considers 
that  the  agencies  which  responded  incompletely  were  in  all  but  one  case  located  in 
medium  or  large  size  urban  areas,  areas  large  and  attractive  enough  that  they  would 
very  likely  enable  rehabilitation  agencies  for  the  blind  to  attract  formally  trained 
rehabilitation  teachers,  it  is  very  likely  that  our  statistical  findings  represent 
an  underestimation  of  the  actual  number  -of  formally  trained  rehabilitation  teachers 
serving  in  public  and  private  agencies  for  the  blind  today. 
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university  or  college  degree  programs,  at  the  Bachelors  or  Masters  level  in 

visually  handicapped  education,  rehabilitation  teaching,  or  orientation  and 
4 

mobility. 

This  percentage,  computed  from  national  data,  suggests  a  situation  far  dif¬ 
ferent  from  the  one  described  by  Scott  in  The  Making  of  Blind  Men.  While  Scott 
(1969)  found  that  workers  for  the  blind  generally  are  trained  on  the  job  and  lack 
transferable  skills  and  professional  mobility,  our  findings  suggest  that  vision 
services  is  a  field  in  transition.  We  found  that  vision  services  is  a  field  ex¬ 
periencing  a  significant  upgrading  of  the  professional  qualifications  of  its 
members . 

Although  services  for  the  visually  impaired  is  now  clearly  a  field  in  tran¬ 
sition,  not  all  agencies  have  undergone  the  process  of  professional  staff  upgrading. 
For  example,  one  agency  when  asked  about  the  educational  background  of  their  re¬ 
habilitation  teaching  staff  responded: 

There  are  no  formal  degree  requirements.  Requirements 
include  maturity,  reasonableness,  willingness  to  learn, 
willingness  to  work  with  the  blind,  willingness  to  ex¬ 
pect  the  blind  to  lead  a  normal  life,  and  lack  of  rigid 
stereotyping  and  prejudice  about  the  blind. 

Another  agency  when  asked  the  same  question  responded: 

Considering  the  type  of  system  we  have,  there  is  no 
easily  obtainable  source  of  these  data.  In  several 
(cases) ,  they  (rehabilitation  teachers)  have  either 
a  degree  in  rehabilitation  counseling  or  teaching 
with  a  proficiency  "exam."  There  is  much  variability 
as  our  program  has  been  in  operation  for  some  time. 

A  few  have  no  BA  or  MA  degree,  have  demonstrated  skills, 
received  a  "battlefield  commission." 


We  were  extremely  conservative  in  making  judgments  on  cases  where  it  was 
in  any  way  unclear  as  to  the  specific  type  of  training  a  rehabilitation  teacher 
had  received.  Unless  it  was  clear  that  a  rehabilitation  teacher  had  received 
formal  educational  training  in  either  special  education  for  the  visually  handi¬ 
capped,  rehabilitation  teaching,  or  orientation  and  mobility,  they  were  counted 
as  having  received  training  in  a  non-vision  related  field.  For  example,  in  a 
number  of  cases,  rehabilitation  teachers  were  described  as  having  received  college 
or  university  degrees  in  some  unspecified  form  of  special  education.  In  having 
no  way  of  being  able  to  determine  whether  this  training  focused  on  the  visually 
impaired,  each  case  was  counted  as  being  in  a  non-vision  related  field  of  edu¬ 
cation.  Very  likely  this  conservatism  in  making  judsments  on  cases  where  the 
nature  of  training  was  in  any  way  unclear  resulted  in  the  inflation  of  the  per¬ 
centage  of  rehabilitation  teachers  described  as  having  not  received  formal  edu¬ 
cational  preparation  in  a  vision  services  related  field. 
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In  agencies  such  as  these,  the  educational  backgrounds  of  rehabilitation  teaching 
staff  members  varied  widely.  Rehabilitation  teachers  who  were  not  formally 
trained  in  some  area  of  visually  handicapped  education  or  rehabilitation  were 
frequently  found  to  have  backgrounds  in  special  education,  psychology,  sociology, 
and  home  economics.  Backgrounds  in  education  and  theology  were  also  found  among 
rehabilitation  teaching  staff  members. 

In  a  few  agencies,  a  number  of  rehabilitation  teachers  were  found  to  have  a 
home  economics  background,  possibly  reflecting  a  belief  that  home  economics,  par¬ 
ticularly  cooking  skills,  is  the  essential  knowledge  base  necessary  for  teaching 
the  techniques  of  daily  living  to  visually  impaired  persons. 

A  second  research  question  was  employed  to  investigate  the  extent  of  tran¬ 
sition  in  rehabilitation  staff  preparation  toward  higher  professional  qualifications. 
The  second  research  question  asked: 

What  qualifications  do  you  require  when  hiring  a  new 
rehabilitation  teacher? 

Of  those  agencies  providing  usable  information  to  the  preceeding  question 
(N=44),^  38.65%  of  the  agencies  required  formal  educational  degree  level  training 
in  some  form  of  visually  handicapped  education,  and  29.55%  of  the  agencies  re¬ 
quired  either  formal  educational  degree  level  training  in  some  form  of  visually 
handicapped  education  and/or  professional  experience  in  providing  rehabilitation 
services  to  the  visually  impaired.  In  other  words,  68.2%  of  responding  agencies 
specifically  mentioned  formal  training  in  some  form  of  visually  handicapped  edu¬ 
cation  as  a  desired,  and  in  most  cases  required,  background  in  filling  rehabili¬ 
tative  teaching  positions.  To  the  extent  that  official  statements  of  the  quali¬ 
fications  required  in  new  hirings  are  an  indication  of  an  agency’s  goals  and  as- 
priations,  these  findings  also  support  our  contention  that  blind  services  is  a 
field  undergoing  a  process  of  professionalization.  Agencies  serving  visually 
impaired  clients  appear  to  be  seeking  to  upgrade  the  qualifications  of  the  staffs 
serving  blind  and  visually  impaired  members  of  their  communities. 


Six  responses  were  unclear  as  to  what  these  agencies  required  in  new 
hirings,  five  agencies  responded  that  the  question  was  not  applicable  to  them, 
and  six  agencies  did  not  respond  to  this  question.  These  cases  were  dropped 
from  the  original  N  of  61  for  the  computation  of  statistics. 
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Conclusion 

Our  data  clearly  suggests  services  to  the  visually  impaired  is  a  field 
undergoing  a  relatively  rapid  upgrading  of  formal  educational  qualifications 
of  its  staff  members.  The  transition  to  professionalization  has  been  facilitated 
by  an  increasing  availability  of  college  and  university  training  programs  in  the 
areas  of  rehabilitation  teaching,  visually  handicapped  education,  and  orientation 
and  mobility.  The  continued  upgrading  of  the  professional  qualifications  of 
persons  serving  as  rehabilitation  teachers,  by  increasingly  emphasizing  formal 
educational  preparation  in  an  area  of  visually  handicapped  education,  will 
gradually  eliminate  one  factor  Scott  (1969)  believed  favored  an  accommodative 
over  a  more  restorative  approach  to  the  rehabilitation  of  visually  impaired 
persons . 
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THE  SOCIAL  ORGANIZATION  OF  IDENTIFYING  HYPERACTIVE  SCHOOL  CHILDREN 

Gary  Kiger 

"Attention  Deficit  Disorder"  (ADD)  is  a  medical  diagnostic  label  applied 
to  children  who  are  identified  as  impulsive,  inattentive  and  hyperactive, 
usually  in  the  absense  of  demonstrable  brain  damage  (American  Psychiatric 
Association,  1980) .  ADD  is  considered  a  medical  problem,  a  condition  to  be 
eradicated,  and  in  this  sense  represents  a  deviance  category  (Friedson,  1970) o 
Attempts  to  eradicate,  correct,  treat,  punish  or  isolate  forms  of  behavior 
distinguish  deviance  from  just  being  different.  Deviance  and  social  control 
are  interconnected. 

"Hyperactivity"  as  a  deviance  category  is  complex.^  First,  while  hyper¬ 
activity  is  deemed  medical  trouble,  it  is  unusual  in  that  there  are  rarely 
observable  pathological  signs  within  the  organ  system  of  the  individual. 

Indeed,  brain  damage  is  not  a  criterion  for  diagnosing  ADD,  and  in  less  than 
'"5  percent  of  the  cases  are  there  neurological  disorders  (American  Psychiatric 
Association,  1980) .  How  are  professionals  to  know  a  hyperactive  child  if  he 
or  she  sees  one?  The  diagnosis  of  ADD  is  made  on  the  basis  of  subjective 
behavioral  reports,  usually  from  classroom  teachers.  In  the  absense  of  demon¬ 
strable  brain  damage,  physicians  must  rely  on  reports  from  teachers,  and  other 
nonmedical  persons,  in  order  to  cast  a  medical  diagnosis. 

Secondly,  hyperactivity  is  used  in  a  rather  indiscriminant  fashion.  As 
a  descriptive  category,  it  is  not  confined  to  the  medical  sense  of  the  term. 
Teachers  may  use  "hyperactive"  to  describe  a  school  child  who  has  not  received 
a  medical  diagnosis.  What  distinguishes  a  hyperactive  child  from  one  who  is 
overactive?  From  a  deviance  and  social  control  perspective,  the  distinguishing 
factor  is  that  some  formal,  official  action  is  taken  to  control  the  school 
child’s  behavior.  Hyperactivity,  then,  may  be  viewed  as  a  medical  category 
and  as  a  deviance  category. 

"Hyperactivity"  emerged  as  a  deviance  category  during  the  1960 ’s  following 
a  widespread  dissemination  of  information  about  the  medical  source  of  this  dis¬ 
order  and  following  the  availability  of  a  control  technology,  namely  pediatric 
stimulants  (Conrad,  1976).  Troublesome  school  children  came  to  be  treated 
differently  than  in  the  past. 

According  to  Becker  (1963),  new  deviance  categories  emerge  as  a  conse¬ 
quence  of  the  enterprising  work  of  identifiable  "moral  entrepreneurs."  Moral 
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entrepreneurs  identify  some  conditions  as  offensive  or  intolerable  and  seek  to 

change  the  rules  to  ameliorate  the  problematic  situation.  Their  arguments  are 

2 

couched  in  moral  terms. 

If  moral  entrepreneurs  are  successful  in  their  campaign,  then  "rule  en¬ 
forcers"  implement  the  moral  imperatives  developed  by  moral  entrepreneurs 
(Becker,  1963).  Rule  enforcers  are  usually  distinct  from  moral  entrepreneurs 
and  may  act  "in  the  service  of  their  ovm  interests"  (Becker,  1963:  162). 

Once  the  deviance  category  "hyperactive  child"  emerged,  an  organizational 
structure  developed  within  which  professionals,  such  as  classroom  teachers, 
could  identify  and  treat  deviant  children.  First,  professional  socialization 
and  dissemination  of  information  on  the  medical  definition  of  hyperactivity 
occurred.  Pharmaceutical  corporations  supported  a  medical  definition  of  hyper¬ 
activity  and  engaged  in  extensive  advertising  campaigns  to  this  effect. 
Physicians  began  doing  research  on  hyperactivity  and  sharing  this  information 
extensively  in  professional  journals.  Educators  were  exposed  to  information 
on  the  medical  definition  of  hyperactivity  through  popular  media,  conferences, 
and  professional  journals.  Through  this  socialization,  professionals  came 
generally  to  accept  the  medical  perspective.  Secondly,  legal  changes  occurred 
which  further  established  the  medical  definition  of  hyperactivity.  Public 
law  94-142,  for  example,  defines  hyperactive  school  children  as  handicapped  and 
in  need  of  identification  and  treatment.  In  terms  of  classroom  management  and 
fiscal  incentives,  school  officials  are  now  identifying  more  children  as  hyper¬ 
active  since  the  passage  of  PL  94-142  (Whalen/Henker ,  1980).  Thirdly,  since 
the  publication  of  the  Diagnostic  and  Statistical  Manual  III,  the  American 
Psychiatric  Association  has  encouraged  physicians  to  use  teacher  reports  as 
the  primary  diagnostic  criterion  for  evaluating  school  children  regarding  ADD. 
Once  this  organizational  structure  is  in  place,  identifying  hyperactive  school 
children  becomes  a  technical,  practical  matter  of  getting  things  done  in  an 
interactional  setting.  The  deviance  category  "hyperactive  school  child"  is 
more  or  less  already  a  given. 

Professional  socialization  gives  organizational  agents  categories  of 
deviance,  and  these  professionals  may  then  set  about  discovering  deviant  be¬ 
havior  in  school  children.  Techniques  for  assessing  hyperactivity  include 
using  drugs  to  diagnose  hyperactivity,  using  behavior  checklists,  and  using 
other  screening  devices,  such  as  teacher  reports  or  standardized  tests.  While 
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the  interpretation  of  behavioral  symptoms  involve  ambiguity  and  uncertainty, 
assessment  techniques  are  devices  which  measure  and  quantify  hyperactive  be¬ 
havior  and  render  the  deviance  "real,”  or  empirically  available.  It  is  the 
work  of  certain  professionals  to  identify  hyperactive  school  children,  and 
organizational  structures  exist  so  that  they  may  get  on  with  their  work, 
despite  the  ambiguities  involved. 

Assessing  Hyperactive  School  Children 

Physicians,  teachers  and  parents  are  the  principal  identifiers  of  hyper¬ 
active  children.  While  physicians  are  the  sole  agents  who  may  cast  a  medical 
diagnosis,  it  is  important  to  keep  in  mind  that  "hyperactivity"  is  both  a 
medical  diagnostic  term  and  a  descriptive  label.  It  may  well  be  the  case 
that  a  child  is  labeled  "hyperactive"  without  the  benefit  of  a  medical  diag¬ 
nosis.  Perceived  deviant  behavior  may  be  sanctioned  in  a  medical  as  well  as  in 
a  nonmedical  setting. 

Since  ADD  is  to  be  diagnosed  by  physicians  without  regard  necessarily  to 

demonstrable  brain  damage  or  other  neurological  signs,  physicians  must  cast  a 

diagnosis  in  a  context  of  some  uncertainty,  relying  on  subjective  behavioral 

reports.  But  another  strategy  is  to  use  drug  therapy  itself  as  a  diagnostic 

tool.  As  one  prominent  physiciant  noted: 

This  experiment  (using  drug  therapy  as  a  diagnostic 
strategy)  sort  of  goes  on  all  the  time  in  the  child 
psychiatry  department  at  (Johns)  Hopkins.  All  child¬ 
ren  with  behavior  and  learning  problems  are  believed 
to  be  hyperkinetic  until  proved  otherwise.  The  hyper¬ 
kinetic  syndrome  is  not  easy  to  diagnose,  and  a  thera¬ 
peutic  trial  (of  drug  therapy)  is  as  good  a  way  as  any 
to  make  the  diagnosis  (Snyder,  cited  in  Ellinwood/ 

Cohen,  1972:  919). 

The  reasoning  here  is  that  pediatric  stimulants  will  ameliorate  the  problem 
behavior  of  hyperactive  children — will  have  a  "paradoxical  effect" — but 
"children  whose  behavior ... (is)  not  based  on  the  hyperkinetic  syndrome  re¬ 
spond,  probably,  just  like  a  normal  adult  given  an  overdose"  (Snyder,  cited 
in  Ellinwood/Cohen,  1972:  919).  While  a  growing  body  of  research  literature 
(Cf  Rapoport  ^  a±. ,  1978)  demonstrates  that  stimulants  do  not  have  a  paradoxical 
effect  on  children,  clinicians  and  researchers  continue  to  employ  reverse 
logic:  if  the  drug  has  an  effect,  then  there  must  be  an  organic  disorder.  In 

tautological  fashion,  treatment  implies  etiology.  Schrag  and  Divoky  (1975: 

66)  quip  that  "if  the  drug  worked,  or  seemed  to  work,  the  subject  must  be 
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suffering  from  the  ailment  for  which  the  drug  was  administered.  In  many 
respects,  the  cure  preceded  the  ailment."  Response  to  drug  therapy,  then,  is 
not  a  valid  means  of  diagnosing  a  medical  disorder  and  does  not  accurately 
distinguish  "hyperactive"  children  from  "normal"  children. 

For  a  child  to  come  to  the  attention  of  a  physician,  there  must  first 
be  a  suspicion  that  the  child  has  a  behavior  problem  and  that  the  trouble  is 
essentially  medical  in  character.  Teachers  are  the  dominant  labeling  agents 
of  hyperactive  children  (Sandoval  ^  al. ,  1980) .  Most  hyperactive  children 
are  identified  after  they  begin  school;  prevalence  rates  are  highest  for 
children  ages  five  through  nine  years.  They  are  required  to  perform  specific 
tasks  in  a  structured  setting  in  interaction  with  other  children.  Over¬ 
activity  is  more  easily  accommodated  at  home  than  at  school,  and  parents  are 
not  trained  to  identify  behavior  problems  as  teachers  are. 

As  Ross  and  Ross  (1976:  35)  note,  teachers  "have  become  more  aware  of  the 
symptomatology  of  hyperactivity  as  a  result  of  a  marked  increase  in  articles 
in  the  mass  media."  Indeed,  Conrad  (1976:  12)  reports  that  the  number  of 
articles  on  hyperactivity  appearing  in  educational  media  rose  from  one  in 
1968  to  23  in  1971. 

In  a  study  by  Robins  and  Bosco  (1973),  88  percent  of  the  teachers  sur¬ 
veyed  were  confident  that  they  could  identify  hyperactive  children  in  their 
classrooms.  But  teachers’  "estimates  of  the  prevalence  of ... (hyperactivity) 
problems  (15-20  percent  of  the  children)  far  exceed  those  of  other  professionals" 
(Ross/Ross,  1976:  295).  Moreover,  Robins  and  Bosco  (1973)  found  that  teachers 
have  relatively  little  knowledge  about  the  maleffects  of  pediatric  stimulants 
and  do  not  hesitate  to  refer  school  children  to  physicians. 

Behavior  check  lists  are  the  principal  means  that  teachers  employ  to  identify 
hyperactive  children  in  their  classrooms.  Behavior  check  lists  are  rating 
scales  designed  to  determine  whether  or  not  a  child  is  hyperactive.  Generally, 
behaviors  are  listed  on  standardized  forms  and  the  teacher  must  fill  out  the 
response  categories,  such  as  "yes"  or  "no";  "very  much,"  "pretty  much," 

"just  a  little"  or  "not  at  all";  or  a  scale  of  1  to  10  where  1  is  "not  at  all" 
and  10  is  "always."  Some  of  the  more  widely  used  behavior  check  lists  include 
Conners’  Teacher  Rating  Scale  (Conners,  1969),  Bell,  Waldrop  and  Weller  Rating 
System  (Bell  ££  aT . ,  1972),  Davids’  Rating  Scale  for  Hyperkinesis  (Davids, 

1971),  and  Behavior  and  Temperament  Survey  (Sandoval,  1977). 
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Behavior  check  lists  are  the  most  prevalent  strategy  that  teachers  use 
to  identify  hyperactive  children,  but  these  rating  scales  pose  many  problems 
regarding  reliability  and  validity.  For  example,  response  categories  like 
"yes”  and  "no,"  or  "most  always,"  "frequently"  and  "almost  never,"  may  not 
prove  reliable.  A  response  like  "frequently"  subsumes  a  large  frequency  range 
of  behaviors.  One  teacher’s  notion  of  "frequently"  may  not  correspond  to 
another’s  conception  of  "frequently."  In  an  excellent  discussion  of  the  prob¬ 
lems  with  reliability  and  validity  of  behavioral  assessment  tools,  Kent  and 
O’Leary  (1976)  review  previous  studies  done  with  rating  scales  and  point  out 
the  reliability  and  validity  problems  of  specific  rating  scales. 

Considering  the  operational  definition  of  behavioral  descriptions,  am¬ 
biguity  or  lack  of  reliability  may  exist  between  raters.  For  example,  Conners’ 
Teacher  Rating  Scale  (Conners,  1969)  consists  of  39  behaviors  and  teachers  must 
respond  "not  at  all,"  "just  a  little,"  "pretty  much,"  or  "very  much."  The 
behaviors  listed  are  often  ambiguous,  such  as  "appears  to  lack  leadership," 

"acts  ’smart’,"  or  "does  not  get  along  with  opposite  sex."  Teachers  must  work 
with  behavioral  categories  and  generalize  from  specific  interactional  events. 

Regarding  validity,  a  number  of  behavioral  categories  which  purportedly 
measure  hyperactivity  are  contradictory.  For  example,  "submissive"  and  "de¬ 
fiant"  "overly  anxious  to  please"  and  "uncooperative, "  or  "isolates  himself 
from  other  children"  and  "teases  other  children  or  interferes  with  their  ac¬ 
tivities,"  are  all  indicators  of  hyperactivity.  Do  these  behavioral  categories 
describe  or  define  the  hyperactive  school  child  or  are  they  a  list  of  behaviors 
that  teachers  may  find  troublesome  in  the  classroom? 

Behavior  check  lists  offer  teachers  ambiguous  behavior  descriptions  and 
ambiguous  response  categories.  But  teachers  do  rate  school  children’s  behavior , 
Despite  the  ambiguity,  teachers  carry  on  with  the  practical  matter  of  getting 
things  done  in  the  classroom  in  a  context  of  uncertainty  surrounding  the 
rating  task.  Behavior  check  list  instructions  do  not  hamper  the  enterprise. 

One  rating  scale  instructions  read:  "Even  though  it  may  sometimes  be  difficult 
to  make  a  judgment ,  please  make  a  rating  on  one  or  the  other  side  of  the  scale" 
(Ross/Ross,  1976:  320). 

Using  behavioral  check  lists  as  diagnostic  tools  poses  problems.  Medical 
diagnoses  are  made  on  the  basis  of  rating  scale  data;  data  which  may  be  con¬ 
taminated  by  ambiguity,  problems  with  reliability,  and  invalidity.  A  circular 
logic  emerges.  Some  children  suffer  from  a  medical  disorder,  ADD.  ADD  children 
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are  identified  by  administering  behavioral  tests.  The  scores  on  the  test 
determine  who  has  this  medical  trouble.  This  reasoning  is  similar  to  the 
quip  offered  by  a  Harvard  psychologist  when  he  was  asked,  "What  is  intelligence?" 
He  responded,  "Intelligence  is  what  the  test  tests."  Regarding  hyperactivity, 
Schrag  and  Divoky  (1975:  131)  offer  a  similar  observation:  "The  tests  (be¬ 
havioral  check  lists)  legitimate  the  (medical)  categories,  and  the  categories 
the  tests." 

Of  those  school  children  who  come  to  the  attention  of  a  physician,  the 
principal  identifier  of  hyperactivity  is  the  classroom  teacher.  To  the  extent 
that  physicians  must  rely  on  teacher  reports  to  cast  a  diagnosis,  teachers,  non¬ 
medical  professionals,  participate  in  the  medical  diagnostic  process.  Hager 
notes : 

For  while  educators  say  they  do  not  diagnose  or 
treat  hyperkinetic  children,  testimony  presented 
in  a  1970  Congressional  hearing  on  the  use  of  be¬ 
havior  modification  drugs  in  grammar  school  children 
reveals  that  teachers .. .are  actually  involved  in 
the  diagnosis  or  misdiagnosis  of  hyperkinetic 
children  (Hager,  1973:  338). 

Since  teachers  are  generally  not  cognizant  of  the  harmful  side  effects  of 

pediatric  stimulants,  they  do  not  hesitate  to  refer  children  to  physicians 

(Robins/Bosco,  1973).  And  in  a  study  by  Sandoval  al^» >  (1980),  they  found 

that  85  percent  of  the  children  referred  to  physicians  received  stimulant 
3 

medication. 

In  addition  to  drug  therapy  and  behavior  check  lists,  mass  routine  screening 
of  school  children  has  been  proposed,  and  in  some  school  districts  implemented, 
as  a  diagnostic  technology.  Mass  routine  screening  involves  administering 
standardized  tests  to  an  entire  school  district  student  population  to  identify 
learning  disabilities,  both  perceptual  and  behavioral  problems.^ 

Mass  routine  screening  programs  reflect  an  optimistic  faith  in  technology 
and  preventive  "social  hygiene."  The  goal  of  screening  programs  is  to  identify 
children  with  psychoeducational  problems  and  then  to  engage  in  remedial  action. 
This  optimism  was  expressed  in  1970  by  James  Allen,  Jr.,  then  the  Assistant 
Secretary  of  Education  of  HEW.  At  an  annual  meeting  of  the  National  School 
Boards  Association,  Allen  proposed  school  district  diagnostic  centers  which 
would  coordinate  "educational  diagnosis,  a  medical  diagnosis,  and  home  visits 
by  a  trained  professional..."  (Allen,  1970:  1).  ’  Allen  further  recommended 
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that  a  centralized  computer  system  be  established  to  allow  professionals  to 
know  "just  about  everything  there  is  to  know  about  this  child — his  home  and 
family  background,  his  cultural  and  language  deficiencies,  his  health  and 
nutritional  needs,  and  his  general  potential  as  an  individual"  (Allen,  1970: 

1) .  Through  his  proposal,  Allen  sought  to  ensure  "health  and  welfare  for 
every  child." 

This  abiding  faith  in  a  social  service  ethic  was  echoed  in  Steinberg  and 
associates*  (1971)  proposal  that  mass  routine  screening  be  adopted  so  that 
classroom  teachers  could  gather  information  on  their  students  and  recommend 
certain  pupils  for  stimulant  medication  therapy.  In  this  proposal  and  in 
others,  teachers  are  effectively  called  upon  to  employ  educational  tests  to 
assist  in  an  essentially  medical  diagnosis  and  to  choose  school  children  who 
would  become  candidates  for  treatment  with  pediatric  stimulants. 

Mass  routine  screening  programs  are  well  established  in  and  around  San 
Francisco,  in  school  districts  throughout  southern  California,  in  Baltimore, 
in  Muncie,  Indiana,  and  in  the  entire  state  of  Illinois  (Schrag/Divoky ,  1975). 
The  expansion  of  screening  programs  is  almost  certain  to  occur  since  the  passage 
of  Public  Law  94-142  which  calls  for  the  identification  and  treatment  of  handi¬ 
capped  (including  hyperactive)  school  children.  In  order  to  implement  the 
federal  law  and  comply  with  its  provisions,  school  districts  must  identify 
hyperactive  children.  If  the  identification  is  not  made,  states  stand  to  lose 
federal  funding.  Moreover,  the  law  provides  fiscal  incentives  for  the  identifi¬ 
cation  of  handicapped  children.  Without  screening  programs,  some  children  will 
not  be  identified  and  school  districts  open  themselves  to  civil  suits  from 
parents  and  potentially  to  the  loss  of  federal  monies.  Since  1975,  thirty 
states  have  enacted  laws  with  mass  routine  screening  provisions  in  order  to 
comply  with  Public  Law  94-142  (Department  of  Education,  1980;  Ross/Ross,  1976; 
Schrag/Divoky,  1975)  . 

Parents  as  Identifiers  of  Hyperactive  School  Children 

Besides  physicians  and  teachers,  parents  may  also  identify  their  children 
as  hyperactive.  Technically,  only  a  physician  may  diagnose  medical  trouble. 

But  as  Freidson  (1970)  notes,  a  patient  will  come  to  a  physician  after  making 
a  "lay"  diagnosis;  medical  trouble  is  suspected.  Of  course,  it  is  possible 
that  parents  may  bring  a  child  to  a  physician  because  the  parents  do  not  know 
"what  is  wrong"  with  the  child.  However,  given  the  plethora  of  information 
available  to  the  public  on  hyperactivity,  most  parents  are  aware  of  the  medical 
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definition  of  hyperactivity  (Conrad,  1976).  Studies  on  the  identification  of 
hyperactive  children  by  parents  suggest  that  parents  bring  their  children  to  the 
attention  of  physicians  when  accommodation  patterns  at  home  break  down  or  when 
school  officials  recommend  medical  intervention  (Conrad,  1976;  Sandoval  et  al., 
1980) . 

Parents  rarely  are  the  sole  identifiers  of  hyperactive  children.  If  they 
identify  their  child  as  hyperactive,  they  tend  to  seek  help  from  school  officials 
and/or  physicians.  To  be  sure,  it  is  likely  that  parents  define  their  child’s 
overactivity  as  troublesome  but  not  as  hyperactivity,  until  management  problems 
at  home  are  perceived  as  intolerable  or  until  school  officials  recommend  a 
medical  evaluation. 

In  a  prevalence  study  of  hyperactivity  (N=5212),  Sandoval  ^  al^. ,  (1980) 
found  that  approximately  600  school  children  (grades  K  -  5),  or  12.7%  were 
identified  as  hyperactive  by  either  parent^,  school  officials,  or  physicians, 
or  by  more  than  one  of  these  definers.  In  only  two  cases  (.32%)  did  parents 
identify  their  child  as  hyperactive  in  the  absense  of  a  similar  judgment  by 
school  officials  and/or  physicians. 

In  another  recent  study,  Conrad  (1976)  found  that  parents  tend  to  accomo¬ 
date  their  child’s  behavior  for  some  time  before  they  identify  their  child  as 
suffering  from  a  medical  problem.  Parents  do  not  identify  their  children  as 
hyperactive  as  often  as  professionals,  such  as  teachers  and  physicians,  since 
parents  want  to  see  their  child  as  "normal"  and  to  avoid  stigma  from  others. 
Moreover,  parents  do  not  generally  have  at  their  disposal  the  categories  and 
measurements  indicative  of  the  "standardization  of  childhood."  Parents  may 
not  know  standardized  developmental  milestones,  educational  measures  of  learning 
or  behavioral  problems,  and  parents  do  not  often  have  behavior  check  lists  at 
their  disposal.  Conrad  (1976)  notes  that  parents  tend  to  compare  their  child 
with  other  children  they  know  rather  than  against  standardized  developmental 
models.  Parents  may  also  accommodate  their  child’s  deviance  by  reference  to 
sayings,  such  as  "boys  will  be  boys"  or  "it’s  just  a  phase." 

When  parents  do  seek  medical  assistance  for  their  child,  it  is  usually 
because  accommodation  patterns  of  management  have  broken  down  at  home,  or 
school  officials  have  recommended  medical  intervention.  Conrad  (1976:  35) 
reports  that  parents  tend  to  go  out  of  their  way  to  accommodate  their  child’s 
trouble;  "not  taking  the  child  to  relatives  on  visits,  picking  up  after  him/her, 
doing  for  him/her,  allowing  the  child  to  eat  and  run,  or  limiting  his/her  access 
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to  public  situations."  When  management  is  considered  impossible  and  accommo¬ 
dation  patterns  intolerable,  parents  are  likely  to  seek  medical  assistance. 
Comments,  such  as  "we’ve  tried  everything,  nothing  works,"  are  common  when 
parents  seek  a  medical  evaluation  for  their  child. 

It  is  generally  the  case  that  a  child  is  identified  as  hyperactive  when 
he  or  she  enters  school  (Sandoval  ^  a]^. ,  1980) .  Parents  may  more  easily 
accommodate  deviance  than  teachers  who  must  work  with  children  in  a  structured 
setting.  Parents  may  refer  their  child  to  a  physician  on  the  recommendation 
of  school  officials.  There  is  also  much  evidence  to  suggest  that  parents  and 
teachers  do  not  always  accord  when  it  comes  to  defining  a  school  child  as 
hyperactive  (Gallagher,  1970).  Sandoval  ^  >  (1980),  report  that  school 

officials  are  three  times  more  likely  to  identify  children  as  hyperactive  than 
the  parents.  When  school  officials  and  parents  disagree  on  the  identification 
of  hyperactivity,  physicians  stand  as  the  highest  court  of  appeal.  Since  diag¬ 
noses  of  ADD  are  based  largely  on  behavioral  reports,  physicians  must  weigh 
the  evidence  presented  by  teachers  and  parents.  Teachers  are  at  a  distinct 
advantage  here  since  their  observational  tools  and  skills  are  more  sophisti¬ 
cated  than  resources  available  to  parents,  and  the  Diagnostic  and  Statistical 
Manual-Ill  states  that,  "when  the  reports  of  teachers  and  parents  conflict, 
primary  consideration  should  be  given  to  the  teacher  reports  because  of  greater 
familiarity  with  age-appropriate  norms"  (American  Psychiatric  Association,  1980: 
43). 

While  there  is  no  shortage  of  horror  stories  about  parents  who  were  coerced 
by  schools  into  having  their  child  medically  diagnosed  and  placed  on  drug 
therapy  (Cf  Gallagher,  1970;  Schrag/Divoky,  1975),  there  is  also  evidence  that 
parents  will  act  on  school  recommendations  and  seek  medication  for  their  child¬ 
ren.  A  medical  diagnosis  and  drug  therapy  are  sometimes  welcomed  by  parents 
who  have  tried  other  means  to  cope  with  their  child’s  deviance.  A  medical 
diagnosis  also  may  alleviate  guilt  over  their  child’s  trouble  (Safer/Allen,  1976). 
Parents  do  not  seem  to  be  overly  averse  to  the  notion  of  drug  therapy  for  their 
child.  Sandoval  ^  ,  (1980),  report  that  85  percent  of  the  children  in  their 

study  diagnosed  as  "hyperactive"  by  a  physician  received  stimulant  medication. 

And  regarding  treatment  other  than  drug  therapy.  Padway  (1978)  notes  that  par¬ 
ents  do  not  often  want  to  disrupt  their  family  life  routine  with  psychological 
or  educational  intervention  activities  when  drugs  are  cheap  and  easy  to  administer. 
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Labeling  Hyperactive  School  Children:  The  Child’s  Perspective 

Given  the  extensive  literature  on  hyperactive  school  children,  with  a 
few  notable  exceptions  (Ross/Ross,  1976;  Whalen/Henker ,  1980;  Ziv,  1970), 
there  is  little  research  about  the  child *s  perspective  on  labeling  and  drug 
therapy  experiences.  Of  the  research  which  does  focus  on  the  child’s  experi¬ 
ences,  there  is  consistent  evidence  that  school  children  labeled  as  hyperactive 
do  view  themselves  as  being  different  from  other  children.  An  eight  year  old 
boy  interviewed  by  Ross  and  Ross  (1976:  166)  stated,  "I  just  wish  I  could  be 
just  an  ordinary  boy. . . . ”  Another  boy,  almost  seven  years  old,  told  the  inter¬ 
viewers  : 

First,  I  would  like  it  a  lot  if  (the  teacher)  would  just 
once  in  a  while,  even  once  in  the  whole  of  second  grade, 
say,  "Here’s  a  boy  who  is  moving  up  fast"  to  me  like  she 
did  to  Stu  and  Jackie... And  I  would  like  to  do  some  things 
good  like  Elliot  (older  brother)  does  right  from  the  start. 

Elliot  hit  a  baseball  right  off,  and  he  just  catches  good, 
and  my  dad  says,  "That  boy  is  a  natural,"  and  I  would  like 
it  if  I  was  a  natural  at  something  (Ross/Ross,  1976:  166). 

Of  particular  interest  regarding  child  deviance  is  whether  or  not  the 
child  thinks  that  he  or  she  has  control  over  his  or  her  behavior.  Generally, 
hyperactive  school  children  feel  out  of  control  of  their  behavior.  Whalen 
and  Henker  (1980:  29)  asked  an  11  year  old  boy  what  it  feels  like  when  he  for¬ 
gets  to  take  his  medication;  and  the  child  replied,  "It  feels  just  like  you 
can’t  hold  it  in.  It  has  to  come  out... like  if  I’m  acting  goofy,  I  know  I 
haven’t  taken  my  pill."  Whether  or  not  hyperactive  school  children  can  control 
their  behavior  is  a  controversial  issue.  There  are  those  professionals  who 
argue  that  these  children  can  control  their  behavior  but  perceive  that  they 
cannot.  Some  social  psychologists  account  for  this  discrepancy  between  reported 
perceptions  of  being  out  of  control  versus  actually  being  in  control  of  behavior 
by  reference  to  the  "attribution  process"  (Jones  ^  al^. ,  1972).  Jones  and  his 
associates  argue  that  we  have  a  need  to  explain  behavior,  and  that  we  tend  to 
explain  behavior  in  terms  of  factors  over  which  we  have  control  or  do  not  have 
control.  In  addition,  persons  take  into  account  ability  to  be  responsible  and 
motivation  to  be  responsible. 

Jones  ££  al^. ,  (1972)  suggest  that  in  the  United  States  there  is  a  tendency 
to  explain  behavior  in  terms  of  factors  over  which  we  have  control.  Rugged  in¬ 
dividualism  is  a  variation  on  this  theme.  If  persons  think  that  they  do  not 
have  control  over  their  behavior,  then  this  belief  may  well  elicit  an  attribution 
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of  "lack  of  motivation"  from  others o  In  other  words,  if  a  person  avers  that 
he  or  she  does  not  have  control  over  his  or  her  behavior,  then  others  may 
respond  that  the  person  does  have  control  but  is  not  motivated  to  take  control. 

It  is  also  worth  noting  that  the  medical  perspective  of  deviance  obviates 
responsibility  for  one’s  behavior.  The  usual  attribution  process  does  not 
necessarily  apply. 

There  is  an  age-graded  phenomenon  operating  as  well.  Piaget  (1932)  has 

pointed  out  that  a  child’s  perception  of  causation  is  not  well  developed  until 

approximately  age  ten.  Until  this  time,  children  tend  to  ascribe  motives  to 

external  forces  which  influence  behavior.  Indeed,  of  the  children  interviewed 

by  Ross  and  Ross  (1976),  Whalen  and  Henker  (1980)  and  Ziv  (1970),  only  one,  a 

13  year  old,  ascribed  control  over  behavior  to  himself.  He  stated: 

Actually,  I  don’t  think  it  (Ritalin)  will  help  that  much 
because  if  a  child  was  so  determined  and  stubborn,  you  know, 
you  could  give  me  50  pills  and  it  isn’t  going  to  do  much 
besides  make  me  ill  at  ease,  you  know,  because  if  I  want 
to  try  to  work  along  with  the  Ritalin  it  will  help  me,  but 
if  I  don’t  it  will  take  longer  (Whal en /Henker ,  1980:  30). 

The  issue  of  attribution  of  motive  surrounding  behavior  is  important  since 

there  is  a  concern  that  children  may  feel  out  of  control  of  their  behavior  and 

come  to  depend  on  drugs  instead  of  on  self  reliance.  Drug  dependence  and  drug 

addiction  among  hyperactive  children  were  major  themes  in  the  Gallagher  (1970) 

subcommittee  hearings.  Since  no  methodologically  sound  longitudinal  studies 

have  been  done  with  children  who  have  taken  pediatric  stimulants,  much  of  the 

writing  in  this  area  reflects  more  rhetoric  than  evidence.  Greenspoon  and 

Singer  (1973)  argue  that  since  amphetamines  are  the  most  abused  drugs  in  the 

United  States,  we  may  be  recruiting  future  addicts  by  drugging  our  children. 

On  the  other  hand,  after  conducting  a  methodologically  suspect  follow-up  study 

on  former  stimulant  treated  children.  Beck  ^  ,  (1975)  concluded: 

Children  who  are  receiving  methylphenidate  (Ritalin)  are  eager 
to  terminate  the  treatment  in  spite  of  their  recognition  of 
its  positive  effects.  The  experience  of  being  controlled  by 
medication  apparently  leads  to  later  distaste  of  such  restraint. 

Thus,  contrary  to  general  belief,  early  chemotherapy  with 
methylphenidate  appears  to  inadvertantly  offer  a  deterrent 
to  the  abusive  use  of  drugs  in  late  adolescence  (Beck  et  al., 

1975:  437). 

Eisenberg  (1972)  suggests  that  children  can  distinguish  between  using  drugs 
medicinally  and  using  drugs  in  an  abusive  fashion.  Ray  and  Wilson  (1975:  400) 
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disagree  and  note  that  "there  is  no  clear  way  to  separate  medical  and  recre¬ 
ational  use  when  a  drug  is  obtained  medically."  Given  the  mounting  evidence 
that  there  is  much  drug  abuse  among  those  who  receive  prescription  drugs, 
caution  is  crucial  when  medications  are  prescribed  for  hyperactive  school 
children  (Cf  Brecher,  1972). 

Despite  the  caveats  about  drug  dependence  or  drug  addiction  which  surround 
the  prescription  of  pediatric  stimulants,  some  researchers  claim  that  hyper¬ 
active  school  children  are  often  sad,  depressed  and  lonely,  and  medication  helps 
improve  their  self  image.  Zrull  ^  al^. ,  (1970)  argue  that  hyperactive  be¬ 
havior  leads  to  rejection  by  family  members  of  the  child,  and  this  pattern  is 
perpetuated  in  the  school  setting.  Rejection  leads  to  a  poor  self  image  and 
depression.  In  one  cast  study,  Zrull  and  associates  describe  the  depression 
experienced  by  a  9  year  old  boy: 

...his  behavior  had  become  increasingly  aggressive  as  he  had 
more  contact  with  other  children.  His  parents  found  him 
almost  unmanageable  and  the  school  placed  him  in  a  classroom 
for  emotionally  disturbed  children. ... In  general,  he  was  an 
unhappy  boy,  who  felt  separated  from  his  family  and  expected 
little  comfort  or  support  from  his  parents  (Zrull,  et  al., 

1970:  36-37). 

Hyperactive  school  children  interviewed  by  researchers  echo  Zrull  and  associates’ 

findings.  One  child,  almost  seven  years  old,  told  the  interviewer: 

I  am  very  tired  of  everything  always  being  wrong... And  what 
I  would  like  a  lot  would  be  if  I  could  just  sit  and  be  the 
way  the  other  kids  are  and  not  have  all  these  things  happen 
(Ross/Ross,  1976:  166). 

In  an  attempt  to  ameliorate  the  depression  and  poor  self  image  associated 

with  hyperactivity,  some  researchers  propose  using  pediatric  stimulants  even  if 

some  negative  side  effects  may  exist.  Adler  (1972)  has  noted  the  process 

whereby  drug  therapy  leads  to  behavior  changes  in  the  child  which  are  likely  to 

mitigate  rejection  by  others,  and  the  child  may  then  overcome  what  Adler  terms 

the  "failure  image."  This  optimism  about  drug  therapy  for  hyperactive  school 

children  is  found  in  the  Office  of  Child  Development  report  (Freedman  ^  aA . , 

1971)  in  which  the  investigators  cautioned  that  pharmaceutical  corporations  should 

disseminate  information  about  pediatric  stimulants  in  an  appropriate  fashion 

and  only  to  medical  professionals;  but  the  investigators  went  on  to  note: 

The  hoped-for  secondary  consequences  (of  drug  therapy)  are 
better  peer  relationships,  improved  self-image,  and  pleasure 
in  acquiring  competencies  (Freedman  et  al.,  1971:  527). 
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Other  researchers,  such  as  Weiner  and  Sierad  (1975),  argue  that  medication 

may  lead  to  improvement  or  deterioration  of  a  child's  self  image.  Interviews 

with  hyperactive  children  offer  support  to  Weiner  and  Sierad 's  position.  Upon 

receiving  a  prescription  for  stimulant  medication,  a  seven  year  old  boy  told 

the  interviewer:  "Boy,  oh  boy,  I’m  glad  it's  a  school  day  tomorrow.  (The 

teacher)  will  sure  be  surprised  when  she  sees  me  (Ross/Ross,  1976:  283). 

Another  boy,  six  years  old,  was  less  enthusiastic: 

I  would  like  not  to  take  those  pills.  I  do  not  think  those 
pills  are  good.  Ladies  say  to  my  mom,  'Why  is  he  so  pale? 

Doesn't  he  get  enough  sleep?'  and  my  mom  hates  that  and  she 
says  'He's  on  medication,'  and  they  all  look  like  I'm  a  new 
animal,  in  the  zoo  and ...  they  all  keep  looking  at  me  in  a 
real  funny  way  and  I  don't  feel  good  when  they  do  (Ross/ 

Ross,  1976:  110). 

The  question  as  to  whether  children  on  medication  experience  an  improve¬ 
ment  in  self  image  may  depend  in  large  part  upon  the  social  interactions  and 
expectations  that  those  children  confront. 

Schacter  (1964),  a  social  psychologist,  has  suggested  that  self-referential 
emotional  perceptions  are  predicated  upon  physiological  experiences  and  upon  an 
interpretation  of  the  physiological  sensations.  In  Schacter 's  now  well-known 
study,  he  injected  participants  with  a  drug  which  created  a  particular  physiologi¬ 
cal  state,  such  as  increased  blood  pressure  and  accellerated  heart  rate.  Subjects 
reported  experiences  of  elation  or  anger,  based  upon  the  settings  in  which  they 
were  placed  by  the  researcher.  Schacter 's  findings  suggest  that  physiological 
states  (in  this  case,  induced  by  drugs)  may  be  interpreted  in  various  ways, 
according  to  the  environmental  and  social  circumstances,  expectations,  and  cues. 

If  Schacter  (1964)  and  Weiner  and  Sierad  (1975)  are  correct,  then  it  is 

important  to  consider  what  children  are  told  about  their  "problems"  and  about 

medication.  It  is  not  accurate  to  assume  that  medication  will  automatically 

improve  a  child's  self  image.  Children  on  medication  may  feel  further  rejection 

by  others  who  negatively  evaluate  the  fact  that  a  child  is  taking  drugs  or  the 

child  may  feel  rejection  by  others  who  respond  to  the  distinctive  "amphetamine 

look"  or  what  has  also  been  termed  the  "panda  effect."  Conversely,  a  child  on 

medication  may  come  to  believe  that  he  or  she  is  not  responsible  for  his  or  her 

behavior.  Sroufe  and  Stewart  (1973)  caution: 

It  is  often  argued  that  drugs  may  break  up  a  vicious  cycle 
of  unhappiness,  but  negative  consequences  for  the  child's 
self-concept  may  be  equally  important.  The  child  can  con¬ 
clude  that  he  is  not  responsible  for  his  behavior... 
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comes  to  believe  not  in  the  soundness  of  his  own  brain  and 
body,  not  in  his  growing  ability  to  learn  and  to  control  his 
behavior,  but  in  *my  magic  pills...’  (Srouf e/Stewart ,  1973: 

410). 

There  is  much  controversy  surrounding  the  issue  of  what  children  should 
be  told  about  their  hyperactivity  and  about  receiving  medication.  Several 
books  have  been  published  for  parents  to  assist  them  in  telling  their  hyperactive 
child  about  the  disorder  and  about  drug  therapy  (CIBA,  1974;  Gardner,  1973). 
Gardner  (1973)  advocates  that  parents  and  physicians  should  not  hold  back  in¬ 
formation  from  the  child  about  hyperactivity  and  stimulant  medication.  Gard¬ 
ner  is  confident  that  a  child  can  understand  the  information  if  it  is  presented 
appropriately.  Interviews  with  hyperactive  school  children  suggest  that  com¬ 
munication  problems  can  and  do  develop.  A  ten  year  old  boy  told  the  interviewer: 

He  (the  pediatrician)  told  me  all  about  your  brain  sending 
messages  and  all  that  like  in  science  fiction  only  when  it's 
my  brain  it  gets  mixed  up,  it  sure  is  scary  because  I  always 
thought  I  did  those  things  myself  but  it  wasn't  me  it  was 
the  message  go  so  fast  that  things  go  wrong  and  then  I  got 
in  trouble.  But  now  I  have  those  pills  and  I  won't  get  in 
no  more  trouble  ever  (Ross/Ross,  1976:  282). 

Information  on  hyperactivity  and  medications  may  come  to  the  child  through 

pediatricians,  parents,  teachers,  peers  and  the  media.  That  a  child  may  feel 

confused  and  afraid  is  not  surprising.  Physicians  (and  parents  or  teachers) 

may  attempt  to  explain  hyperactivity  and  medications  to  a  child,  and  the  child's 

confusion  may  result  from  the  fact  that  hyperactivity  and  drug  effects  are  not 

well  understood  even  by  the  professionals  themselves.  Following  a  visit  to  a 

pediatrician,  one  ten  year  old  told  the  interviewer: 

The  doctor  says  it's  just  some  little  thing  wrong  in  my  brain 
and  it  will  go  away  after  awhile  and  if  I  take  these  pills  I'll 
do  real  good  in  school  but  I  know  there's  really  something 
terrible  wrong.  Like  I'm  probably  soon  going  to  die  like  in 
that  program  on  TV  they  were  all  scared  to  tell  this  kid 
that  he  had  a  terrible  thing  growing  in  his  brain  and  they 
all  pretended  everything  was  OK  and  they  brought  him  lots 
of  presents  and  he  knew  something  funny  was  going  on.  And  so 
do  I  because  on  the  way  home  from  the  doctor  my  mom  bought  me 
a  Ouija  board  and  we  had  ice  cream  too  and  she  never  does 
that  (Ross/Ross,  1976:  282). 

It  is  information  from  many  sources  which  play  a  large  role  in  determining 
how  children  will  experience  being  labeled  hyperactive  and  receiving  stimulant 
medications.  To  the  extent  that  hyperactivity  is  considered  deviant  behavior, 
rejection  by  others  of  the  labeled  child  is  likely.  Depression  and  sadness 
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experienced  by  the  hyperactive  school  child  must  be  considered  in  an  interactional 
context  and  not  viewed  solely  as  a  psychological  phenomenon,  or  as  a  "child 
deficit"  disorder. 

Children's  Rights  in  the  Identification  of  Hyperactive  School  Children 

The  assessment  of  hyperactive  school  children  involves  much  controversy 
over  the  rights  of  children.  Court  litigation  and  legislation  have  expressed 
important  legal  concepts,  such  as  the  right  to  informed  consent.  These  concepts 
were  further  strengthened  by  the  Buckley  Amendment  in  1974  which  guaranteed 
children  and  parents  the  right  to  privacy  regarding  information  generated 
about  them  by  educational  institutions. 

In  1974,  Congress  passed  the  Family  Educational  Rights  and  Privacy  Act, 
also  referred  to  as  the  Buckley  Amendment.  This  act  required  "all  school 
systems  receiving  federal  funds  to  give  parents  the  right  to  inspect  and  review 
any  and  all  records,  files  and  data  concerning  their  children  (and)  to  a  hearing 
to  challenge  the  contents"  (Public  Law  93-380,  1974).  According  to  the  legal 
mandate,  parents  were  allowed  full  access  to  their  children’s  records,  copies 
or  records  upon  request,  and  the  "opportunity  for  a  hearing  to  challenge  such 
records  on  the  grounds  that  they  are  inaccurate,  misleading  or  otherwise  inap¬ 
propriate"  (Public  Law  93-380,  1974). 

In  addition,  "at  least  annually,"  schools  must  inform  students'  parents  of 
the  records  kept  on  children  and  the  information  these  records  contain;  "of  the 
name  and  position  of  the  official  responsible  for  the  maintenance  of  each  type  of 
record;  the  persons  who  have  access  to  these  records,  and  the  purposes  for  which 
they  have  access"  (Public  Law,  93-380,  1974) ;  the  procedure  established  for 
parents  to  gain  access  to  the  records  for  inspection;  the  school's  procedure 
for  reevaluating  and  eradicating  records;  and  the  legal  rights  accruing  to 
parents  and  students  under  the  act  (Schrag/Divoky,  1975) .  Before  schools 
provide  information  about  students  to  outsiders,  parents  must  first  submit 
their  written  informed  consent  detailing  what  information  is  to  be  released, 
for  what  purpose,  and  specifically  to  whom.  The  Privacy  Review  Office  of  the 
U.S,  Department  of  Education  was  established  to  oversee  conformity  to  the 
Buckley  Amendment. 

During  the  late  1960's,  the  Russell  Sage  Foundation  funded  an  extensive 
study  of  record  keeping  practices  within  elementary  and  secondary  schools  in 
the  U.S.  (G.oslin/Bordier ,  1969:  29-65).  The  researchers  found  that  a  majority 
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of  the  schools  surveyed  routinely  made  student  records  available  to  juvenile 
officials,  health  department  officials,  and  FBI  and  CIA  government  officials; 
fewer  than  10%  of  the  schools  routinely  made  parents  privy  to  their  children’s 
records.  Moreover,  if  schools  made  student  information  available  to  outsiders, 
parents  were  not  usually  informed.  Student  records  in  the  District  of  Columbia, 
for  example,  were  made  available  to  a  Congressional  subcommittee  during  the 
early  1970 ’s  by  the  District  of  Columbia  school  district.  Parents  sued  to 
block  the  evidence  from  Congressional  members,  and  the  U.S.  Supreme  Court  up¬ 
held  an  Appelate  Court  decision  that  the  student  records  were  admissible  evi¬ 
dence  even  without  parental  approval  (Doe  v.  McMillan,  1973) .  With  the  publicity 
of  the  Russell  Sage  Foundation  study  and  the  Doe  v.  McMillan  decision,  students' 
rights  emerged  as  a  focused  public  concern.  In  1974,  the  Buckley  Amendment  was 
passed  to  safeguard  the  rights  of  school  children.  School  records  could  no 
longer  be  released  to  outsiders  without  parental  informed  consent. 

The  Buckley  Amendment  was  passed  to  assure  the  privacy  of  students’  school 
records.  However,  compliance  to  the  Amendment  is  often  not  observed.  For 
example,  schools  may  send  students  to  their  parents  with  "blanket"  permission 
forms  to  release  information  to  agency  officials — "potential  employers," 

"social  service  agencies,"  "police  authorities"  or  "all  of  the  above"  (Schrag/ 
Divoky,  1975).  School  officials,  of  course,  would  determine  what  information 
would  be  released  to  whom,  for  what  purpose.  Furthermore,  schools  may  rede¬ 
fine  what  constitutes  a  student’s  "record,"  and  consequently  control  the  infor¬ 
mation  to  which  parents  legally  have  access. 

The  American  Personnel  and  Guidance  Association  has  championed  legislation 
to  protect  school  counselors’  files  from  parents,  since  these  files,  it  is 
argued,  are  similar  to  files  kept  by  physicians,  psychiatrists,  or  lawyers. 
Ostensibly,  counselors  argue  that  they  are  protecting  students  from  violations 
of  their  privacy  by  their  parents.  Moreover,  counselors  argue  that  files  on 
students  "which  usually  include  the  most  extensive  information  about  individual 
students" — "psychological  test  scores  and  observations" — "are  not  part  of  the 
individual  student’s  ’record’"  (Schrag/Divoky,  1975:  188).  Studies  of  guidance 
counselors  report  that  counselors  are  powerful  and  fateful  agents  affecting 
the  labeling  and  stratification  of  school  children  (Cicourel/Kitsuse,  1963; 
Rosenbaum,  1976).  Counselors  may  not  give  parents  access  to  their  child’s 
file,  but  records  are  circulated  liberally  among  school  officials.  The  subjec- 
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tive  judgments  of  counselors,  often  couched  in  pseudo-psychological  terms, 
are  translated  into  objective  outcomes  when  certain  children  are  negatively 
labeled  and  channeled,  tracked,  or  staffed  into  special  education  programs 
(Rosenbaum,  1976) . 

The  irony  of  the  Buckley  Amendment  is  that  it  is  designed  to  protect  the 
privacy  of  student  records  once  data  are  generated  about  the  child.  The  child 
is,  by  law,  subject  to  information  gathering  activities  without  his  or  her 
consent — students  are  tested,  observed,  and  screened  for  educational  and  be¬ 
havioral  problems.  Indeed,  with  the  passage  of  Public  Law  94-142,  schools 
are  required  to  generate  information  on  students  to  identify  handicapped 
(including  hyperactive)  school  children.  While  parents  have  the  right  to 
contest  and  appeal  diagnostic  findings,  the  Department  of  Education  (1980) 
reports  that  parents  confront  school  officials  in  only  one-half  of  one  percent 
of  the  cases.  Moreover,  parental  participation  in  their  child’s  assessment 
and  treatment  process  occurs  in  only  49  percent  of  the  cases  (Department  of 
Education,  1980) . 

Once  in  place,  behavioral  assessment  programs,  such  as  behavior  rating 
activities  or  screening  programs,  stand  as  objective  measures  of  a  child's 
potential  behavior  problems.  Parents  tend  to  accept  the  assessment  programs 
since  diagnostic  strategies  are  purportedly  to  help  their  children  and  are 
"scientifically"  designed.  Also,  parents  tend  to  be  intimidated  by  school 
officials  and  consider  themselves  unknowledgeable  about  diagnostic  procedures 
(Keogh/Barkett ,  1978). 
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ENDNOTES 


1.  "Hyperactivity"  is  considered  a  symptom  of  the  medical  disorder 
"Attention  Deficit  Disorder."  Hyperactivity  is  also  used  as  a 
descriptive  term  rather  than  as  a  strictly  medical  term  by  non¬ 
medical  persons.  Even  when  hyperactivity  is  used  in  a  descrip¬ 
tive  sense,  there  is  often  the  implication  that  a  medical  source 
underlies  this  deviant  behavior. 

2.  Warren  (1981)  notes  that  reformers  may  also  perform  the  role  of 
"social  control  entrepreneur."  Not  only  are  moral  interests  at 
stake  but  material  interests  are  at  stake  as  well. 

3.  Sandoval  and  associates  (1980)  found  that  once  a  child  is  identi¬ 
fied  as  hyperactive,  this  label  does  not  typically  stay  with  the 
child  through  his  or  her  entire  school  career.  It  may  well  be 
the  case  that  drugs  "cure"  the  child,  or  it  could  indicate  that 
teacher  reports — the  usual  basis  for  diagnosis —  are  not  reliable 
and  not  valid,  varying  between  teachers  from  one  grade  level  to 
the  next. 

4.  The  diagnostic  tests  employed  in  screening  programs  are  many. 

Some  of  the  more  widely  used  tests  include:  the  Stanford-Binet , 
the  Illinois  Test  of  Psycholinguistic  Abilities,  the  Classroom 
Screening  Instrument  for  Tentative  Identification  of  Children 
with  Learning  Disabilities,  the  Denver  Developmental  Screening 
Test,  the  Weschler  Intelligence  Scale  for  Children,  the  Bender 
Gestalt,  the  Frostig  Test  of  Developmental  Perception,  and  the 
Purdue  Perceptual -Motor  Survey  (Keogh,  1978;  Schrag/Divoky,  1975). 

5.  This  form  of  attribution  is  illustrated  by  those  who  view  persons 
living  in  poverty  as  responsible  for  their  own  fate.  The  reasoning 
is  that  persons  living  in  poverty  could  make  a  better  life  for 
themselves  if  they  took  responsibility  for  situations  and  worked 
harder.  In  this  sense,  people  are  poor  because  they  are  not  moti¬ 
vated  to  change,  but  they  are  able  to  change  their  situation  if 
they  wanted  to  do  it. 

6.  A  number  of  researchers  argue  that  since  stimulants  have  a  para¬ 
doxical  effect  on  children,  they  do  not  get  "high"  (Eisenberg, 

1972) .  There  is  not  only  evidence  calling  into  question  the 
paradoxical  effects  of  stimulants  on  children  (Sroufe,  1975), 
but  Bradley  (1937),  the  first  researcher  to  describe  the  para¬ 
doxical  effect,  later  changed  his  view,  and  he  noted  that  children 
did  experience  an  "amphetamine  high"  (Bradley,  1950). 
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SOCIAL  TYPES  IN  AN  AMORPHOUS  CATEGORY  —  "THE  BLIND:" 

DIFFERENTIATED  REHABILITATION  PROGRAMS  FOR  THE  VISUALLY  COMPROMISED 

Ellwyn  R.  Stoddard 
Stephanie  L.  Shanks 

A  demographic  profile  of  the  U.S.  population  shows  the  trends  toward 
an  increasingly  older  citizenry.  Not  only  will  this  have  repercussions  in 
the  spheres  of  politics  and  retail  purchasing  patterns,  but  it  will  directly 
affect  those  agencies  which  must  deal  with  the  delivery  of  medical  services. 

Not  only  will  we  have  a  larger  number  of  elderly  people  but  their  higher  rate 
of  medical  problems,  including  those  associated  with  vision  disabilities, 
will  strain  future  agency  budgets  as  well  as  the  policies  of  such  agencies  to¬ 
ward  greater  effectiveness.  Typical  of  the  U.S.  as  a  whole,  the  data  for  the 
state  of  Texas  in  1975  show  that  the  population  age  55  and  beyond,  while  com¬ 
prising  only  seventeen  percent  of  the  citizenry,  account  for  two-thirds  of  all 
visually  compromised  individuals.  Thus,  the  present  400,000  visually  compro¬ 
mised  persons  in  Texas  will  increase  to  more  than  1,700,000  by  the  year  2000 
(Lowman  and  Kirchner,  1979:72).  These  pressures,  added  to  the  general  economic 
dehydration  within  governmental  coffers,  will  require  some  radical  readjustments 
in  the  diagnosis  and  treatment  of  the  blind  in  our  society  if  we  are  to  meet 
the  needs  of  an  exploding  clientele  in  an  era  of  budgetary  constraints. 

This  essay  will  probe  into  the  traditional  medical  and  legal  criteria 
used  for  diagnosing  the  blind  as  well  as  the  thrust  of  rehabilitation  programs 
formulated  within  these  frameworks.  Our  general  thesis  is  that  an  effective 
program  of  rehabilitation  of  ’the  blind’  must  differentiate  according  to  social 
types;  those  individuals  with  vision  problems  who  are  presently  considered  as  a 
single,  amorphous  category.  The  current  means  of  handling  blind  clients  over- 
whelmes  the  rehabilitation  counselor  who  must  deal  with  a  vast  array  of  dif¬ 
ferent  social  types  without  the  benefit  of  some  classificatory  system  to  point 
out  the  social  dimensions  operative. 

’The  Blind:’  Who  and  How  to  Help 

Perhaps  the  earliest  attempts  to  assist  the  blind  concentrated  on  the  organs 
of  sight  and  their  malfunctions.  From  the  days  of  spells  to  herbal  medicines  and 
up  to  the  miracles  of  modem  medicine,  sophisticated  techniques  have  evolved  in 
which  chemotherapy,  medicinal  drugs  including  anti-biotics ,  and  surgical  pro¬ 
cedures  of  unbelievable  intricacy  have  saved  or  restored  the  eyesight  of  many. 
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Table  1 

VISUALLY  COMPROMISED  PERSONS  IN  TEXAS,  BY  AGE  CATEGORIES  (1975) 


Total _  _ By  Age  Categories 


Number  Percent 

0-54 

Number 

years 

Percent 

55+  years 
Number  Percent 

TOTAL 

POPULATION 
State  of 
Texas 

12,237,000 

100.0 

• 

10,087,749 

82.4 

2,149,251 

17.6 

VISUALLY 

COMPROMISED 

403,648 

3.3 

140,890 

35.6 

262,758 

64.4 

POPULATION 

— Visually 
Impaired 

277,092 

2.3 

93,796 

33.8 

183,296 

66.2 

— Seve rely 
Visually 

99,397 

0.8 

36,974 

37.2 

62,423 

62.8 

Impaired 

— Legally 
Blind 

27,159 

0.2 

10,120 

37.3 

17,039 

62.7 

Visually  Compromised  =*  Visually  impaired,  severely  visually  impaired  &  legally  blind. 

Visually  Impaired  *■  Includes  any  trouble  seeing  with  one  or  both  eyes  even  when 

wearing  standard  galsses  or  contact  lenses,  including  cata¬ 
ract,  glaucoma,  detached  retina  etc.  but  which  is  not  serious 
enough  to  be  Severely  Visually  Impaired  or  Legally  Blind. 

Severely  Visually  Impaired  =*  Inability  to  read  standard  news  print  with  the  better 

or  both  eyes  using  best  correction  standard  glasses  or  contact 
lenses  but  not  serious  enough  to  be  Legally  Blind. 

Legal  Blindness  Visual  acuity  for  distant  vision  of  20/200  or  less  in  the 

better  eye  with  best  correction  or  widest  diameter  of  visual 
field  subtending  a  central  angle  of  less  than  20  degrees. 


Source:  State  Commission  for  the  Blind  report,  Austin,  Texas  4/23/79  using 
population  estimates  from  U.S.  Census  Bureau  Population  Reports, 
Series  P-25,  No.  615  (November  1975) 


39 


So  it  is  to  the  medical  field  that  we  must  look  for  the  initial  classification 
systems  within  which  ’the  blind’  are  now  diagnosed  and  treated. 

The  review  of  medical  literature  by  Shanks  (1981:10-32)  identifies  some 
salient  concepts  within  the  medical  model  which  are  reflected  in  a  large  samp¬ 
ling  of  the  600+  articles  listed  in  Index  Medicus.  Congenital  blindness  is 
the  term  generally  used  to  designate  those  persons  with  genetic  or  birth  de¬ 
fects  resulting  in  a  lack  of  visual  acuity.  The  adventitiously  blind  are 
those  who  because  of  disease  or  accidental  trauma  have  lost  their  former  visual 
capacity.  It  is  quite  clear  that  this  distinction  allows  the  medical  fraternity 
to  work  with  the  physiological  origins  of  the  client’s  visual  condition.  Articles 
dealing  with  failing  vision  as  a  result  of  temporal  arthritis  (Anon.,  1979)  or 
renal  failure  resulting  from  severe  diabetes  (Doughty  and  Pierie,  1981:  11-14; 
Zaharias,  1981:  53-54)  constitute  the  bulk  of  medical  articles  on  the  subject 
of  the  blind.  And  even  in  specialized  bulletins  describing  specialized  surgi¬ 
cal  techniques  and  newly  developed  procedures,  the  congenital-adventitious 
system  of  classification  is  employed.  These  "causal"  factors  were  further  ela¬ 
borated  by  medical-legal  determinations  of  effective  levels  of  visual  acuity, 
such  as  indicated  in  Table  1;  the  visually  impaired  (the  least  severely  handi¬ 
capped)  ,  the  severely  visually  impaired  (those  with  greater  dysfunctions)  and 
the  legally  blind  (a  category  combining  the  totally  blind  with  those  with  least 
visual  acuity  but  not  devoid  of  light  perception).  Thus,  the  implementation  of 
legal  and  legislative  criteria  formed  a  non-homogenous  category  of  blind  per¬ 
sons  with  varying  levels  of  visual  ability.  It  is  true  that  the  reification  of 
these  levels  of  blindness  measures  are  needed  to  plan  overall  rehabilitation  needs, 
project  operating  budgets  and  for  determining  entitlements^  but  at  the  same  time 
these  legal  designations  produced  a  latent  negative  consequence,  of  excluding 
those  with  visual  deterioration  from  being  assisted  until  their  measured  acuity 
was  low  enough  to  qualify  for  agency  services.  One  suggestion  was  to  set  the 
vision  levels  at  a  lower  level  so  that  people  with  uncorrectable  20/20-20/270 
could  be  given  preventative  programs  and  those  even  more  serious  could  be  divided 
along  functional  lines  (i.e.  separate  the  totally  blind  from  others  in  the  le¬ 
gally  blind  category).  (Oehler-Giarratana,  1978:361) 

As  physiological  distinctions  among  blind  clients  were  legalized,  the 
programs  for  rehabilitation  were  formulated  upon  those  preconceived  categories. 
Moreover,  among  medical  personnel  the  rejection  of  their  solutions  for  their 
blind  clients  caused  the  physician  to  consider  them  a  "difficult  patient" 
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(Reynolds,  1979:47).  The  psychological  approach  to  helping  the  blind  likewise 
rested  on  a  similar  premise  as  their  counseling  goals  came  to  be  those  of  as¬ 
sisting  the  blind  to  cope  with  their  newfound  limitations  and  to  accept  blind¬ 
ness  as  it  is  defined  for  them  by  the  counselors.  The  client  was  perceived  as 
moving  through  psychological  adaptive  stages  in  only  one  way  and  in  a  specified 
amount  of  time.  Patient  reluctance  to  accept  resocialization  according  to  the 
goals  set  by  the  counselor  was  interpreted  as  regressive  behavior  or  pathologi¬ 
cal  in  nature  (Albrecht,  1976:23;  Roessler  and  Bolton,  1978:6-13;  Wilson,  1972). 
Although  some  counselors  considered  the  social  context  within  which  their  blind 
client  lives  and  the  one  in  which  he  must  function,  this  was  not  a  necessary 
component  of  the  psychological  adaptation  model  =,  Thus,  a  proscriptive  'blind 
role'  was  defined  and  with  counselor  encouragement,  the  client  moved  through 
well  adjustment  stages  toward  self-acceptance  as  a  blind  man. 

When  they  the  adventitiously  blind  have  been  rehabilitated 
they  are  all  blind  men.  They  have  learned  the  attitudes 
and  behavior  patterns  that  professional  blindness  workers 
believe  blind  people  should  have.  In  the  intensive  face- 
to-face  relationship  between  blindness  workers  and  clients 
that  make  up  the  rehabilitation  process,  the  blind  person 
is  rewarded  by  adopting  a  view  of  himself  that  is  consis¬ 
tent  with  his  rehabilitator ' s  view  of  him  and  punished  for 
clinging  to  prior  self  conceptions  (Scott,  1969a : 119- 
italics  added) . 

From  the  definition  of  the  situation  as  seen  from  the  counselor's  perspec¬ 
tive,  the  underlying  diagnosis  and  psychological  adjustment  desired  by  him  was 
the  "right  diagnosis  for  the  patient"  as  well  (Sussman,  1976:234-235).  These 
adjustment  stations  as  outlined  by  one  approach  (Kerr,  1977:317-318)  began  with 
shock  ('This  isn't  me),  to  expectancy  of  recovery  ("I'm  sick,  but  I'll  get  well"), 
followed  by  mourning  ("All  is  lost")  and  defense  ("I'll  go  on  in  spite  of  it" 
while  denying  the  disability),  culminating  in  adjustment  ("It's  different,  but 
not  bad').  Another  disability  model  formulated  for  dying  patients  called  the 
"adjustment  to  death"  schema  (Mauksch,  1975)  allows  for  some  flexibility  but 
retains  the  same  inherent  adjustive  orientation.  Others  include  the  more  rigid 
Freudian  psycho -therapy,  group  therapy,  and  counseling  guides  with  slightly 
different  stages  of  adjustment  (Manaster,  1971:261;  Wilson,  1972:216-219; 
Oehler-Giarratana,  1978:360;  Needham  and  Ehmer,  1980:58-60;  Lambert  et  al.,  1981: 
193-196) .  So  it  is  evident  that  the  blind  rehabilitation  program  which  focuses 
exclusively  upon  the  internal  mechanisms  of  the  patient  and  his  anxieties  for¬ 
gets  the  impact  of  the  counselor's  orientation  and  goals  as  well  as  the  social 
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settings  in  which  he  has  functioned  or  in  which  he  may  have  to  function  in  the 
future. 

The  Helping  Professions  and  Their  Cliehts/Victims 

The  lay  public  displays  a  negative  attitude  toward  blindness  and  the  blind 
seeing  it  as  a  normal  condition,  a  disability  and  a  handicap,  not  making  distinc¬ 
tions  between  those  who  are  totally  blind  and  those  who  are  partially  sighted 
(Whiteman  and  Lukoff,  1964,  1965;  Feinman,  1979:185-190;  Biklen  and  Bailey,  1982). 
Within  this  saturated  context,  parents  and  ’significant  others’  attempt  to  care 
for  their  visually  impaired  children  even  though  the  rules  for  interaction  between 
’the  blind’  and  the  sighted  society  are  vague  and  unstructured  (Whitman  and  Lukoff, 
1965:135-145).  When  they  find  they  cannot  establish  a  "normal"  relationship  with 
the  deviant  (blind)  person,  they  ease  their  pain  and  assauge  their  own  feelings 
of  inadequacy  by  seeking  help  at  facilities  managed  by  a  formal  agency  (Davis,  1972 
174).  There  they  find  rehabilitation  counselors  who  are  urged  to  establish  some 
program  for  each  client  and  to  play  an  active  role  in  seeing  that  each  client 
learns  the  right  thing  and  in  the  right  way.  Not  only  are  they  urged  to  oversee 
the  obvious  responsibilities  of  a  rehabilitation  center  such  as 

direct  intervention;  personal  contacts  at  home  and  in  the 
agency;  consultation  with  staff  members,  clients  and  sig¬ 
nificant  other  paperwork;  input  at  staff  meetings;  psy¬ 
chological  and  sociological  counseling;  coordination  of 
services;  and  follow-up  activities  to  insure  that  these 
services  are  implemented  effectively  and  smoothly — but 
also  intangible,  covert  responsibilities  such  as  moti¬ 
vation  of  the  client,  understanding  and  empathy  for 
the  client’s  problems,  awareness  of  reaction  patterns  of 
the  visually  handicapped  person  and  significant  others 
to  the  handicap  of  blindness,  and  the  ability  to  deal 
with  these  reaction  patterns  (Blaskee,  1976:71). 

In  a  short  phrase,  it  is  quite  evident  that  the  counselor  assumes  a  near-monopoly 

over  the  socialization  and  training  of  the  blind  client.  Therefore,  their  training 

and  attitudes  toward  blindness  is  a  critical  factor  in  their  selecting  appropriate 

training  programs  and  techniques  to  maximize  the  potential  of  a  blind  client. 

In  comparing  social  work  students’  attitudes  toward  blindness  and  persons 
who  are  blind  with  non-social  work  students,  Whiteman  and  Lukoff  (1964:190)  found 
that  social  work  students  were  more  informed  about  blindness  and  were  less  likely 
to  treat  a  blind  person  as  "a  special  person."  However,  the  training  of  the 
social  work  student  did  not  help  him  to  discriminate  between  blind  people  who  had 
been  instantaneously  blinded  and  those  who  had  deteriorating  vision  over  a  period 
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of  years,  among  the  various  levels  of  vision  including  the  small  group  of  tot¬ 
ally  blind  persons,  and  other  similar  social  differences.  The  teaching  was  some¬ 
what  traditional,  heavily  reliant  upon  the  medical-legal  categories  which  had 
never  changed  over  the  decades.  Most  were  inculcated  with  the  psychological 
approach  previously  discussed  which  has  as  its  goal  the  eventual  adjustment  of 
the  visually  impaired  into  accepting  and  playing  a  blind  role  detailed  for  him 
by  the  counselor,  reflecting  the  larger  society^  Rehabilitation  counselors  with¬ 
out  some  knowledge  of  the  social  dimensions  involved  are  more  likely  than  not  to 
selectively  reject  patients  who  do  not  conform  to  their  expectations.  This 
counselor  rejection  is  found  many  times  among  patients  with  venereal  diseases  or 
alcoholism  (Chalfant  and  Kurtz,  1978)  where  a  moral  judgment  of  the  impairment 
becomes  part  of  the  definition  of  the  malady.  Many  studies  which  focus  on  coun¬ 
selors  for  the  blind  discover  these  negative  attitudes  toward  the  blindness  con¬ 
dition  as  well  as  toward  blind  patients  (Bauman  and  Yoder,  1966:14-17;  Whigham 
and  Mattson,  1969;  Lukoff  and  Cohen,  1972;  Monbeck,  1973;  Kirtley,  1975:93-114; 
Spain,  1981).  Yet,  in  personal  interviews  with  the  more  seasoned  counselors  at 
various  types  of  rehabilitation  facilities,  one  finds  the  more  seasoned  counselor 
who  has  dealt  with  so  many  cases  of  blind  people  that  he  has  developed  a  "rule  of 
thumb"  categorization  of  clients  based  upon  different  levels  of  vision  perception, 
the  degree  of  independency  manifest  in  the  client’s  attitudes,  and  other  relevant 
factors o  The  empirical  evidence  that  these  variations  are  not  only  noticed,  but 
taken  into  account  by  rehabilitation  personnel  in  their  selection  of  appropriate 
programs  for  their  clients  suggest  the  need  for  a  more  formalized  system  of 
classifying  the  various  social  roles  within  ’the  blind’  category®  At  present,  the 
experience  gained  over  decades  are  left  for  their  successors  by  rehabilitation 
personnel  in  the  form  of  informal  reports  and  unorganized  materials.  To  be  of 

greatest  utility,  some  formalized  schema  is  needed, 

2 

Sociological  research  in  the  medical  field  has  largely  concentrated  on  the 
professions  involved,  perceptions  of  disease  and  pain,  doctor-patient  relations, 
and  the  development  of  ’the  sick  role’  concept  (Parsons,  1951:436-437;  Segall, 
1976)  which  is  a  social  dimension  of  patient  expectations  rather  than  an  etiolo¬ 
gical  study  of  illness  itself.  Persons  who  assume  the  ’sick  role’  are  granted  im¬ 
munity  for  normally  prescribed  duties  and  responsibilities  due  to  external  circum¬ 
stances  beyond  the  power  of  the  person  to  control.  Thus,  it  becomes  an  institu¬ 
tionalized  form  of  deviancy  which  is  approved  within  the  larger  society.  The  ap¬ 
plication  of  the  ’sick  role’  concept  to  those  who  are  visually  compromised  would 
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add  a  positive  dimension  to  blind  rehabilitation  to  counter  the  perjurative 

3 

"normalization  technique"  currently  advocated  by  most  psychologically-trained 
counselors.  Rather  than  capriciously  setting  the  purpose  for  counseling  as  an 
acceptance  of  the  traditional  ’blind’  role  by  the  client  as  in  the  adjustment 
process,  the  sick  role  approach  would  recognize  the  differential  abilities  still 
remaining  with  the  client  and  build  on  those  connections  to  his  previous  experi¬ 
ences  and  activities.  While  ’the  blind’  would  be  excused  from  carrying  on  that 
portion  of  their  responsibilities  which  their  level  of  blindness  would  prohibit 
them  from  doing,  it  would  focus  the  rehabilitation  process  on  those  aspects  of 
his  previous  accomplishments  which  could  be  retained  and  or  modified  to  continue 
life  as  usual.  However,  since  most  sociological  research  is  written  in  the  jar¬ 
gon  of  the  profession  and  published  within  the  mainstream  journals  of  the  pro¬ 
fession  (Freeman  et  al . ,  1963:483)  this  has  had  a  minimal  impact  in  dealing  with 
blind  rehabilitation o 

Perhaps  the  most  significant  sociological  contribution  to  blind  rehabilitation 
is  the  work  of  Scott  (1969a,  1969b).  Although  he  purposely  excluded  the  Born- 
Blind  from  his  analysis  to  concentrate  more  fully  on  the  adventitiously  blinded 
clientele,  his  succinct  evaluations  of  existing  theoretical  formulations  and  re¬ 
habilitation  models  are  devastatingly  accurate  and  are  an  embarrassment  to  the 
field  of  blind  rehabilitation  whose  fragmented  and  personalized  approaches  have 
failed  to  consider  adequately  the  social  dimensions  of  blindness.  His  thesis  is 
that  counselors  in  the  blind  rehabilitation  programs  have,  in  essence,  resocialized 
their  clients  into  acting  and  thinking  like  the  counselor’s  perception  of  a  blind 
man!  The  rehabilitation  process,  rather  than  the  loss  of  visual  acuity,  is  then 
responsible  for  making  people  with  visual  impairments  act  like  the  blind.  The 
present  goal  of  rehabilitative  counseling  is  to  have  the  blind  willingly  accept 
this  role  which  is  laid  out  for  him,  even  though  his  talents  and  independency 
orientation  might  be  geared  for  an  entirely  different  future.  The  fallacies  of 
many  biologically-based  theories  of  universal  personality  traits  are  strongly 
evident  in  Scott’s  insightful  and  thorough  examination  of  current  blind  rehabili¬ 
tation  methods  and  their  latent  consequences.  But  in  addition  to  the  marvelous 
contributions  of  the  sociologist  Scott  to  the  field  of  blind  rehabilitation  pro¬ 
grams,  there  is  a  need  to  point  out  the  social  dimensions  extant  in  all  types  of 
blindness,  the  totally  blind  as  well  as  the  adventitious.  So  in  an  attempt  to 
synthesize  current  sociological  knowledge  of  blind  behavior  into  a  usable  frame- 
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work,  the  discussion  of  four  salient  social  dimensions  influencing  the  behavior 
of  ’the  blind’  will  be  discussed.  These  are: 

1-  The  Level  of  Visual  Impairment 

2-  The  Temporal  Stage  at  which  Visual  Impairment  occured 

3-  The  Gradual  or  Instantaneous  Loss  of  Vision 

4-  The  Client’s  Motivation  toward  Independence 

Level  of  Visual  Impairment 

In  Table  1,  the  definitions  of  the  overall  class  of  visually  compromised 
persons  are  indicated  with  the  criteria  for  each  given.  ^Whereas  the  physiological 
aspects  of  the  visually  impaired,  the  severely  impaired  and  the  legally  blind  are 
clear,  precise,  and  mutually  exclusive,  the  social  aspects  are  only  implicit,  are 
overlapping,  or  are  ignored  altogether.  For  instance,  with  the  medical-legal 
category  of  legally  blind  are  persons  devoid  of  any  light  perception  as  well  as 
persons  whose  blurry  perceptions  of  the  world  do  not  allow  their  use  of  sight  to 
qualify  them  for  sighted  society  normalcy.  Yet,  the  latter  are  much  more  aware 
of  the  sighted  world,  the  hustle  and  bustle  of  daytime,  a  stationary  obstacle 
such  as  a  tree  or  a  moving  object  such  as  a  bus  bearing  down  on  them,  Lukoff 
and  Whiteman  (1962:97)  found  that  blind  persons  with  some  residual  vision  are 
more  independent  than  those  with  only  light-dark  perception,  and  more  so  than 
the  toally  blind.  In  special  progams  of  educating  those  with  vision  problems, 
the  environment  within  which  the  partially-blind  are  introduced  to  visual  aids, 
large  print  or  taking  books,  tape  recordings,  large  print  typewriters  and  mag¬ 
nifiers  (Barraga,  1976:75-80;  Hanninen,  1975:57-94;  Orlansky,  1977:44-57)  are 
somewhat  different  in  type  and  scope  from  the  brail ers,  tape  recordings  and  other 
mechanisms  for  teaching  the  totally  blind o  And  only  occasionally  in  the  lit¬ 
erature  are  the?results  of  rehabilitation  processes  reported  for  a  specific 
vision  level  (viz.  Brazelton  et  al.,  1970;  Hyman  et  al , ,  1973;  Gardini,  1979). 

Vision  categories  currently  in  use  (see  Table  1)  are  quite  inadequate  for 
describing  differential  social  roles  within  the  overall  ’blind ^  category.  Much 
more  functionally  usefull  are  the  distinctions  based  upon  the  light  perception 
level  advocated  by  Oehler-Giarratana  (1978:361).  The  "failing  vision"  category 
(20/40-20/70  uncorrec table)  would  enable  pre-blindness  counseling  to  be  given 
to  persons  with  a  known  problem  of  vision  deterioration.  Especially  will  this  be 
necessary  when  the  elderly  blind  become  a  larger  and  larger  percentage  of  the 
clientele  at  blind  rehabilitation  centers.  Elderly  persons  who  have  functioned 
throughout  their  lives  in  the  sighted  society  and  only  now  have  deteriorating 
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eyesight,  are  loath  to  be  "normalized"  to  *the  blind’  role.  Therefore,  pre¬ 
blindness  therapy  to  assist  them  in  maintaining  elements  of  their  current  life¬ 
style  could  be  handled  within  this  category  which  corresponds  well  to  social 
situations  in  the  real  world.  The  next  category  of  Oehler-Giarratana ,  that  of 
"low  vision"  (20/70-20/200  uncorrectable)  would  still  lie  beyond  the  current 
boundaries  of  the  visually  impaired  but  would  serve  a  large  portion  of  our  popu¬ 
lation  who  are  struggling  to  retain  some  form  of  independence  in  a  system  which 
is  anxious  to  "normalize"  them  into  a  dependency  role.  One  program  for  low 
vision  patients ' prepared  special  lenses  to  attach  to  their  glasses  when  reading 

and  was  successful  in  creating  a  sense  of  independence  and  a  positive  self- 

4 

esteem  among  patients  involved  in  the  program.  Also,  from  a  social  perspec¬ 
tive,  the  current  category  of  the  legally  blind  should  be  eliminated  to  be  re¬ 
placed  with  categories  for  the  totally  blind  (devoid  of  light  perception)  and 
those  with  the  crippling  vision  handicaps  now  included  in  this  category  but  who 
can  see  light,  shady  forms,  and  colors  albeit  somewhat  blurry.  These  two  types 
of  blind  people  are  not  the  same  at  all;  they  react  quite  differently  to  their 
role  in  the  sighted  society,  and  their  abilities  to  "mainstream"  within  the 
larger  society  are  also  quite  different.  Quite  obviously,  the  introduction  of 
social  dimensions  into  blind  rehabilitation  considerations  creates  some  unre- 
solvable  problems  for  those  who  insist  upon  maintaining  the  traditional  medical- 
physiological-legal  designations.  The  efficacy  of  rehabilitation  programs  would 
be  increased  substantially  if  people  with  similar  social  characteristics  and 
perceptions  and  similar  levels  of  vision  impairment  could  be  grouped  together  to 
develop  programs  common  to  their  social  conditions  and  more  suitable  for  their 
socially-prescribed  roles.  For,  as  Scott  points  out. 

The  problems  of  blindness o..  are  a  product  of  social 
definition  and  societal  reactions  as  well  as  those  of 
intrapsychic  forces.  Therefore,  changing  the  blind 
man  does  not  eliminate  a  great  portion  of  the  prob¬ 
lems  encountered  (1969a:8). 

Perhaps  this  explained  some  of  the  negative  reaction  of  blind  clients  who  feel 
that  sighted  people  cannot  really  understand  their  problems  and  happiness  as  they 
define  it  (Needham  and  Ehmer,  1980:58-60).  Could  it  be  that  this  estrangement 
occurs  not  because  of  blind-sighted  differences  but  from  intrapsychic-social 
approaches  to  social  readjustment  into  the  institutions  of  society?  Parenthe¬ 
tically,  Scott  (1969b)  claims  that  the  blindness  system  (i.e,  that  network  of 
rehabilitation  agencies  and  institutions)  serve  only  one-quarter  of  the  persons 
within  the  most  functionally  disabled  group  (legally  blind)  by  weeding  out  and 
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selectively  working  with  the  lesser  problems  and  shifting  the  bulk  of  the 
elderly,  unemployable,  uneducable,  and  multiple  handicapped  persons  to  other 
agencies.  It  might  be  time  for  rehabilitation  agencies  to  carefully  evaluate 
their  programs,  their  policies,  and  most  of  all  their  basic  theoretical  frame¬ 
works  within  which  they  currently  operates  The  additional  numbers  of  these  kind 
of  blind  problems  now  avoided  will  necessitate  a  great  deal  of  self-critical 
reformulation,  and  after  the  rise  in  clientele  which  is  expected  in  future  years, 
it  will  be  less  successful  and  more  difficult. 

Stage  of  Socialization  When  Impairment  Occurred 

As  Scott  (1969a)  points  out,  the  problems  of  the  Bom-Blind  person  is  so 
very  different  socially  from  the  person  from  the  sighted  society  who  becomes 
blind  later  in  life  that  he  chose  not  to  analyze  both  of  these  patterns  within 
one  single  book.  It  is  quite  obvious  that  a  person  who  is  totally  blind  at  birth 
(or  soon  thereafter)  and  who  has  not  been  socialized  into  the  sighted  society  has 
a  vastly  different  set  of  acquired  perceptions,  talents,  reservoir  of  experience 
and  expectations  upon  which  to  establish  relationships  with  either  the  rehabili¬ 
tation  counselor  or  members  of  the  sighted  society.  Quite  normally,  a  Born-Blind 
person  is  given  a  special  role  from  birth  among  family  members,  within  his  peer 
group  or  among  his  acquaintances.  To  some  he  becomes  the  object  of  pity,  to  a 
few — contempt,  and  has  been  excused  from  meeting  the  standards  of  his  cohorts 
(whether  or  not  the  activity  required  the  function  of  sight) .  In  nearly  all 
cases  the  Bom-Blind  have  been  socialized  into  a  dependency  role  symbolized  by 
a  white  cane,  a  seeing-eye  dog,  a  name  on  a  Lion’s  Club  list,^  or  a  file  in  the 
local  blind  rehabilitation  agency.  By  the  time  he  is  physically  mature,  he  has 
become  a  blind  man  with  proscriptions  against  wanting  to  be  part  of  the  sighted 
society  or  the  development  of  skills  and  talents  which  would  facilitate  it.  If 
family  conditions  and  associated  handicaps  warrant,  the  totally  blind  are  re¬ 
located  among  "their  own  kind"  at  a  residential  school  (Hanninen,  1975:21-22; 

Hansen,  1979;  1,20,75-79).  It  is  ironic  that  in  such  a  context,  the  Bom-Blind 
is  only  normal  when  he  accepts  a  deviant  lifestyle,  but  would  be  considered  a 
deviant  if  he  tried  to  perform  normally  according  to  standards  set  for  the  "normals" 
in  the  sighted  society! 

When  a  person  has  been  socialized  within  the  sighted  society  and  then,  through 
accident,  disease,  organic  trauma  or  old  age  lose  their  sight  (especially  if  the 
loss  is  total  and  it  comes  on  suddenly) ,  the  contradictions  of  current  roles  he 
is  expected  to  play  and  his  prior  training  are  quite  varied.  Quite  often  such 
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a  situation  also  alters  the  roles  of  significant  others  close  to  him:  a  wife 
who  must  become  the  breadwinner  for  the  first  time,  children  who  might  have  to 
obtain  after-school-jobs  rather  than  pursuing  enrichment  and  sports  activities 
or  music  lessons.  At  work,  his  former  associates  have  less  in  common  with  him 
and,  except  for  initial  curiosity,  might  well  begin  to  drift  apart  as  their  life 
experiences  take  them  in  different  directions.  In  some  cases  a  despair  sets  in 
as  described  by  Father  Carroll. 

Loss  of  sight  is  a  dying.  When  in  the  full  current  of  his  sighted 
life  blindness  comes  on  a  man,  it  is  the  end,  the  death  of  that 
sighted  life...  It  is  a  death  to  a  way  of  life  that  had  become  part 
of  the  man.  It  is  the  end  of  acquired  methods  of  doing  things, 
the  loss  of  built-up  relationships  with  people,  of  ingrained 
relationships  with  an  environment.  It  is  superficial,  if  not 
anive,  to  think  of  blindness  as  a  blow  to  the  eyes  only,  to 
sight  only.  It  is  a  destructive  blow  to  the  self-image  which 
a  man  has  carefully,  though  unconsciously,  constructed  throughout 
his  lifetime,  a  blow  almost  to  his  being  itself  (Carroll,  1961:38) 

Perhaps  the  contrast  between  the  Born-Blind  and  the  above  scenario  is  more 
clearly  expressed  in  the  sociological  concept  of  deprivation  vs  relative  depri¬ 
vation.  To  measure  adult  blindness  with  a  childhood  condition  of  total  blindness 
does  not  invoke  longing  for  sight  because  that  has  never  been  experienced.  But 
when  sight  has  been  a  sensory  channel  of  new  experience,  and  then  is  taken  away, 
the  invidious  comparisons  are  quite  strong  and  these  affect  the  rehabilitation 
process  significantly. 

The  rare  cases  of  Born-Blind  persons  who  have  been  socialized  into  ’the 
blind’  role  but  afterwards  received  their  sight  are  represented  by  the  case  history 
of  Sheila  Hacken  (1978).  Congenital  cataracts  effectively  reduced  her  vision  to 
images  and  shapes.  By  the  age  of  nineteen  she  retained  only  a  perception  of  light 
and  darkness.  Then  at  age  twenty-nine,  Hacken ’s  vision  was  restored  by  means  of 
surgery.  She  was  forced  to  reverse  her  successful  "socialization  into  the  world 
of  the  blind"  and  resume  a  role  in  the  sighted  society.  She  did  not  discard  her 
guide  dog  because  she  could  not  maintain  her  balance  well  without  the  constant 
pressure  on  the  leash.  The  mere  act  of  grocery  shopping  without  feeling  the  items 
was  an  experience  of  uncertainty  and  terror.  Thus,  it  can  be  seen  that  adjustments 
to  void  losses  or  the  regaining  of  vision  incorporates  much  more  than  merely  com¬ 
pensating  for  physical  changes.  It  also  involves  the  acquisition  of  new  functional 
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^oles  and  a  new  set  of  perceptions  with  which  to  successfully  operative  within 
the  current  social  scene. 

The  kind  of  career  or  occupational  skills  with  which  a  sighted  person  was 
familiar  prior  to  his  becoming  blind  is  a  critical  element  in  his  acceptance  of 
rehabilitative  training.  An  individual  who  formerly  worked  at  a  menial  occupation 
prior  to  blindness  would  have  minimal  strains  in  assuming  a  training  program 
which  taught  menial  repetitive  tasks.  On  the  other  hand,  a  person  who  managed 
a  giant  industrial  plant  would  find  training  for  making  brooms  or  a  similarly 
elementary  skill  somewhat  degrading  (Abernathy,  1974:8).  Among  25  workers  of  a 
sheltered  workshop,  Abernathy  found  social  cliques  which  bonded  or  isolated  others 
depending  upon  their  sight  level,  whether  or  not  they  had  been  Born-Blind,  and 
their  other  handicaps.  Moreover,  those  trained  prior  to  WW  II  were  more  content 
with  their  permanent  dependency  role  than  were  the  younger  workers,  the  latter 
expressing  the  hopes  of  "escaping  from  the  sheltered  workshop."  Some  persons  with 
drug  or  alcohol  problems  were  considered  "deviants"  by  the  rest  of  the  blind  workers 
showing  the  necessity  for  explicit  criteria  of  "deviancy  to  what"  when  speaking 
of  the  blind  within  the  sighted  society  or  of  some  members  of  the  blind  community 
as  measured  by  its  other  blind  membership.  For  the  Born-Blind  person  who  has 
never  worked,  the  prospects  of  entering  the  work  force  within  the  sighted  world  is 
terrifying  and  deviant.  For  the  person  who  was  socialized  in  the  sighted  society, 
the  same  prospects  are  the  only  aspects  of  normalcy  to  which  he  can  relate  unless 
he  is  "normalized"  through  the  adjustment  processes  currently  advocated. 

Instantaneous  or  Gradual  Vision  Loss 

In  natural  disasters  and  similarly  stressful  conditions,  the  performance  in 
normal  and  emergency  roles  sometimes  cause  errors  of  judgment.  If  one  reacts  to 
a  situation  as  if  it  were  an  emergency  (i.e.  breaking  into  a  home  where  smoke  is 
pouring  out  and  a  child  is  crying)  and  it  subsequently  turns  out  not  to  be  an 
emergency  situation,  the  behavior  is  later  evaluated  as  incongruant  or  not  in 
conformity  with  expectations.  In  rapidly  changing  disaster  situations,  the  level 
of  error  and  mistaken  judgement  rises  precipitously.  (Stoddard,  1968:35-38).  In 
a  similar  vein,  a  person  with  a  condition  of  vision  deterioration  over  many  years 
will  slowly  accustom  himself  to  his  new  situation  and  role  expectations  whereas 
the  person  who  sees  perfectly  one  week  and  following  an  accident  the  next  is  left 
totally  blind. 

For  the  instantly  blind  person  the  problem  is  not  so  much  a  question  of  defin¬ 
ing  the  point  at  which  he  is  visually  compromised  but  rather  how  to  rebuild  his 
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life  and  relationships  with  what  is  left.  For  the  gradually  decreasing  vision 
condition,  it  is  difficult  to  tell  from  day  to  day  when  the  point  has  been 
reached  at  which  a  person  is  not  visually  compromised  or  blindo 

For  the  counselor  employing  the  adjustment  process  model  toward  ’the  blind,' 
the  task  of  socializing  or  normalizing  them  to  the  'blind  role'  is  easier  when 
working  with  young  children  than  in  working  with  the  elderly  (Merry,  1933).  Thus, 
with  the  increased  percentage  of  elderly  blind  expected  in  the  future,  the 
approach  to  their  vision  problems  will  have  to  be  radically  altered  from  programs 
traditionally  employed  (Swick,  1972) .  Much  of  the  "diviancy  disavowal"  process 
will  already  have  been  handled  because  of  the  expectation  of  older  people  to  lose 
at  least  part  of  their  visual  acuity,  so  the  social  context  within  which  they  are 
functioning  must  become  part  of  the  counseling  process  in  order  to  effectively 
assist  them  in  their  remaining  years. 

Client  Independency  Level 

Representing  the  dependency-independency  dimension  of  client  orientation  is 
the  distinction  between  the  restorative  and  accommodation  approaches  found  extens¬ 
ively  in  the  literature.  The  restorative  view  to  rehabilitation  suggests  that  once 
an  individual  accepts  the  fact  that  he  is  without  eyesight,  he  can  begin  to  build  a 
world  more  in  keeping  with  his  current  abilities  and  blind  condition.  But  if  the 
counselor  has  some  preconceived  stereotypes  of  how  blind  people  innately  feel  and 
want  to  act,  they  are  not  restoring  the  client's  world  but  rather  the  counselor's 
perception  of  what  the  blind  client's  world  ought  to  be  like.  The  accommodation 
approach  treats  a  feeling  of  individualism  and  independence  within 'the  client  as 
an  unrealistic  goal,  and  seeks  to  substitute  for  the  real  world  an  artificial 
environment  within  which  such  persons  might  successfully  function  (Scott,  1969a: 
80-86).  More  often  than  not,  the  restorative  approach  is  equated  with  the  market¬ 
ability  of  a  client.  Therefore,  the  independent  manner  so  necessary  for  a  blind 
person  to  have  in  pursuing  a  vocational  career  should  be  preserved  rather  than 
being  "adjusted  away  through  normalization."  (Godley  and  Hatch,  1976;  Jones, 

1976;  Gillman  and  Simon,  1978;  Scione,  1978;  Jacobson,  1979).  One  community  work 
project  described  by  Jones  (1976)  placed  trained  clients  in  a  wide  variety  of 
business  and  service  establishments  with  jobs  such  as  animal  attendants,  day  care 
workers,  microfilmers ,  nurses  aides,  transcription  typists  and  laundry  helpers. 
Ultimately,  such  a  program  gains  notoriety  and  its  image  seems  to  be  equated  with 
the  number  of  blind  clients  who  are  placed  in  "suitable"  jobs  (Bax  and  Kalil,  1981). 
But  there  is  always  the  danger  that  in  such  cases  the  pressure  to  maintain  the 
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quota  of  personas  placed.  In  such  cases,  the  least  capable  individuals  are  then 
shunted  to  programs  with  a  much  less  spectacular  record  of  "success"  (as  measured 
by  the  sighted  society)  and  must  submit  to  envidious  comparisons  when  asking  for 
funds  to  pursue  their  rehabilitation  programs. 

Shanks  (1981)  compared  various  El  Paso  programs  for  the  rehabilitaiton  of  the 
blind  and  found  no  evidence  of  formal  standards  by  which  entering  clients  could  be 
classified  according  to  their  social  background  and  motivational  goals.  Instead, 
the  more  experienced  workers  would  informally  diagnose  a  client  by  vision  level  and 
related  handicaps  to  determine  whether  a  long  term  or  short  term  training  program 
would  be  appropriate.  From  that  point  on,  the  acquired  experience  and  "hunches" 
were  used  to  place  clients  in  the  different  programs.  Almost  always,  vastly  dif¬ 
ferent  social  backgrounds  of  clients  who  happened  to  have  the  same  level  of  vision 
were  handled  initially  as  the  same  type  of  problem. 

Generally,  programs  designed  to  prepare  the  blind  and  multiple-handicapped 
person  for  some  degree  of  vocational  independence  and  mobility  prescribes  the  use 
of  canes,  blindfolds,  low  vision  aids  and  kits,  and  cassette  tapes  for  making 
auditory  maps.  Sometime  precision  sensory  devices  heighten  the  perception  of  the 
blind  client  (Scione,  1978).  But  even  available  technology  and  professional 
support  systems  are  useless  when  traditional  stereotypes  of  the  training  of  the 
blind  persist  among  agency  personnel.  Shanks  found  a  completely  new  low  vision 
clinic  housed  within  an  agency’s  sheltered  workshop  area  but  the  suspicions  of 
the  diagnostic  and  therapeutic  personnel  toward  it  meant  that  none  of  their  blind 
clientele  were  ever  recommended  for  that  program  (which  was  handled  gratis  by  a 
local  professional  optometrist  with  much  experience  in  low  vision  rehabilitation) . 
Only  the  clients  who  were  directly  referred  to  the  cooperating  professional  opto¬ 
metrist  were  handled  in  the  low  vision  clinic  in  spite  of  the  relatively  low  cost 
to  retrain  low  vision  ’blind’  as  compared  to  sheltered  workshop  and  similar  programs. 

A  less  inclusive  program  trains  the  blind  for  independent  living  rather  than 
for  occupational  skills.  The  program  centers  on  such  domestic  duties  as  doing 

the  laundry,  cleaning  house,  preparing  food,  the  use  of  kitchen  utensils  and  appli- 

# 

ances,  and  proper  eating  skills  and  table  manners  (Yeadon,  1974).  And  in  some  of 
these  independence  or  mainstreaming  restorative  programs,  some  of  the  low  vision 
persons  themselves  become  extremely  helpful  to  assist  the  more  seriously  impaired 
blind  (Rosenbloom  and  Randall,  1975).  But  there  is  little  room  for  restorative 
skills  in  the  "normalization"  approach  of  therapeutic  adjustment  to  ones  blind 
condition  in  which  the  counselor  is  instrumental  in  getting  the  ’blind’  client  to 
accept  his  inevitable  condition  and  learn  to  play  an  appropriate  ’blind  role.’ 
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Social  Types  within  *the  Blind’  Role:  A  Classif icatory  Model 

From  the  four  social  dimensions  thus  far  discussed,  a  grouping  of  similar 
values  and  physiological  conditions  or  potential  can  be  found  as  reflected  in 
Table  2- 

Because  of  space  restrictions,  only  a  few  social  types  within  the  model  can  be 
discussed  to  demonstrate  its  potential  for  diagnostic  personnel  in  blind  rehabil- 
itaiton  programs. 

The  first  thing  to  be  noted  is  the  greater  number  of  levels  of  vision  which 
separate  persons  of  quite  different  perceptual  skills  from  one  another.  As  pre¬ 
viously  noted,  the  category  of  legally  blind  contains  only  a  very  small  percentage 
of  totally  blind,  the  remainder  being  functionally  blind  but  with  various  degrees 
of  light  perception.  If  the  totally  blind  and  the  remainder  of  those  classified 
as  legally  blind  are  added  to  the  severely  visually  handicapped  it  still  makes  up 
less  than  one-third  of  the  visually  compromised  population  for  whom  services  are 
furnished  at  public  expense.  Then,  the  social  category  of  low  vision  attempts  to 
include  persons  who  at  one  time  do  not  qualify  as  a  visually  compromised  person 
but  who  is  suffering  visual  deterioration  at  such  a  rate  that  the  most  productive 
rehabilitative  work  could  be  done  before  he  reaches  the  point  at  which  he  legally 
qualifies  for  assistance.  Just  a  few  social  types  will  be  given  a  superficial 
description  to  show  the  vast  social  differences  which  might  be  discovered  within 
the  same  physiological  impairment  level, 

A  youth  in  type  C2  might  have  some  illness  which  produces  a  gradual  deterior¬ 
ating  condition  in  his  eyesight.  If  he  had  a  dependency  orientation  from  having 
been  socialized  within  the  family  for  eventual  blindness,  it  is  quite  evident  that 
prior  to  offering  him  a  restorative  approach  to  occupational  self-sufficiency, 
he  would  have  to  be  socialized  into  an  'independency’  mode.  Because  this  low-vision 
youth  does  not  meet  the  physiological  requirements  of  visual  impairment,  public 
services  are  not  available  to  him  and  his  dependency  training  will  continue  into 
adulthood.  At  the  time  he  is  legally  able  to  qualify  for  rehabilitative  services 
for  the  blind,  his  pattern  of  dependency  will  have  become  established  and  a  program 
aimed  at  independency  training  would  be  somewhat  stressful  for  him. 

An  adult  in  A^  who  was  born  blind  but  with  some  light  perception  or  even  a 
blurry  perspective  of  the  sighted  world,  was  socialized  into  a  dependency  mode. 
Inasmuch  as  the  client's  acceptance  of  the  'blind  role’  has  been  internalized,  it 
would  be  extremely  costly  in  terms  of  program  cost  and  counselor  time  to  resocialize 
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this  individual  into  an  independency  mode  which,  to  him,  is  a  deviant  form  of 
behavior  from  that  to  which  he  has  accustomed  himeself. 

An  social  type  was  a  middle-aged  businessman,  aggressive  and  successful 
in  his  work  before  an  automobile  accident  rendered  him  totally  blind.  Rather 
than  submit  him  to  the  "mormalization"  approach  of  converting  him  into  acceptance 
of  a  dependent  ’blind  role,’  which  would  strip  him  of  all  of  his  pre-blindness 
accomplishments  and  skills,  it  might  well  be  that  the  sorting  out  of  all  of  his 
former  skills  which  could  be  maintained  (even  though  totally  blind)  from  those 
which  would  have  to  be  modified  because  of  his  new  physiological  circumstances 
would  reduce  the  stress  and  trauma  normally  associated  with  sudden  changes  in  r 
role  prescriptions.  Thus,  he  could  adapt  to  being  inconvenienced  by  his  loss  of 
sight,  and  could  acquire  new  skills,  associates,  or  electronic  gadgets  to  assist 
him  in  retaining  much  of  his  former  life.  His  former  self-esteem  and  talents  are 
much  too  valuable  to  be  reduced  to  a  preconceived  psychological  formula  for  con¬ 
vincing  all  newly  made-blind  persons  that  they  must  now  become  a  ’blind  normal ’ 
or  a  person  who  thinks  of  himself  as  a  blind  person  without  demands  or  possibilities 
to  remain  involved  in  the  sighted  society. 

An  A^  social  type  who  is  an  adult  would  respond  to  a  ’mainstreaming’  program 
with  horror.  For  him,  a  sheltered  environment  is  a  normal  existence  and  he  would 
become  completely  abnormal  if  taught  to  enter  the  sighted  society  and  accept  a 
"self-sufficiency  role"  as  described  by  sighted  counselors  as  the  ultimate  goal. 
Comparing  the  Ag  with  the  F^  man,  they  have  much  the  same  legal  status — being 
legally  blind  with  similar  physiological  capacities.  Yet,  an  A^  and  an  A^  would 
be  socially  far  more  compatible  than  would  the  A6  and  F^  social  types.  Only  an 
enlightened  view  of  social  types  with  the  existing  medical-legal  categories  can 
assist  counselors  for  the  blind  from  using  approaches  which  are  counterproductive 
for  the  clients.  Unfortuately ,  people  who  accept  and  play  the  ’blind  role’  fully 
are  socialized  to  do  so.  They  could  just  as  easily  be  socialized  into  more  pro¬ 
ductive  patterns  as  well. 
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FOOTNOTES 

1.  The  utility  of  these  categories  is  explained  by  Mugge,  1965;  Gillman  and 
Simon,  1978;  Feinman,  1979;  Hansen,  1979. 

2.  Sociologists  have  concentrated  on  the  practitioners  and  the  relationships 
between  them  and  their  clients  rather  than  applied  and  rehabilitative  areas = 
See  Merton,  1957:3-53;  Becker  et  al.,  1961:49-58;  Reader,  1963;  Bloom, 
1965:11-26).  Also,  sociologists  tend  to  survey  the  mainstream  sociology 
journals  to  discover  what  contributions  are  being  made  by  sociologists  in 
applied  field  rather  than  to  encourage  its  members  to  communicate  to  the 
practitioners  in  their  own  journals. 

3.  In  this  context  the  process  of  ^Normalization’  means  to  resocialize  the 
client  into  a  preconceived  ’blind  role’  defined  by  the  sighted  society  and 
accepted  as  valid  by  the  rehabilitation  counselor,  especially  those  trained 
within  the  field  of  psychology  (See  Chaiklin  and  Warfield,  1977:103-110; 
Cogswell,  1977:123-130;  Davis,  1977:81-86).  A  popular  technique  used  for 
normalization  is  deviance  disavowed  which  commences  as  a  near  pseudo-social 
relationship  and  concludes  with  the  disabled  persons  perceiving  himself  more 
realistically  (Davis,  1972:130-149).  Whereas  the  "normalization  process" 
reduces  stigma  toward  the  blind  from  others  (as  a  reward  for  complying  with 
the  stereotypical  ’blind  role’)  it  serves  to  crystalize  the  dependent  ’blind 
role’  as  a  normal  goal  for  every  blind  person  (Cogswell,  1977:123-125). 

4.  The  author  worked  with  local  school  authorities,  social  workers,  and  special 
education  counselors  to  support  optomitrist  Don  R.  Swick  who  provided  optics 
capable  of  allowing  a  low  level  or  impaired  person  to  learn  to  read.  Some 
of  Mexican  American  ancestry,  or  Spanish-speakers  as  their  native  tongue, 
had  additional  social  and  cultural  adjustment  problems  beyond  their  physical 
impairment  and  required  the  voluntary  teams  to  complete  the  rehabilitation 
within  a  social  context.  It  was  much  less  expensive  and  much  more  effective 
than  traditional  rehabilitation  counseling.  Unfortunately,  the  picture  of  a 

seeing-eye  dog  or  a  child  with  a  white  cane  elicits  many  more  dollars  for 
that  type  of  blind  rehabilitation  than  a  picture  of  a  little  girl  struggling 
with  optics  attached  to  a  pair  of  glasses  learning  the  basic  fundamentals  of 
reading.  Thus,  though  much  cheaper  to  the  taxpayer  and  more  effective  for 
the  client,  it  is  hard  to  sell  against  the  traditional  stereotypes  of  the 
’blind  role’  nourished  and  accepted  within  the  sighted  society. 
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5.  Scott  (1969a :3A-36)  suggests  that  the  interaction  between  the  blind  and 

helping  support  from  the  sighted  is  one  of  social  dependency o  Since  people 
generally  form  relationships  and  interactions  in  the  hopes  of  receiving 
some  rewards  (i.e.  gratitude,  social  approval,  reciprocity),  interaction 
between  sighted  and  blind  is  seen  as  a  charitable  gesture  of  good  will  with 
little  hope  for  reciprocity  on  the  part  of  the  blind.  However,  this  is  not 
entirely  accurate.  Lions’  Clubs,  whose  image  has  traditionally  been  asso¬ 
ciated  with  help  for  the  non-sighted,  have  developed  their  fellowship  around 
"doing  things  for  the  blind"  such  as  guide  dogs,  glasses  for  poverty  peoples, 
prevention  programs  and  the  like.  Their  sincere  dedication  to  help  ’the 
blind’  might  be  one  of  the  most  dependency-producing  efforts  within  our 
entire  society. 

A  Blind  Federation  group  in  Iowa  during  the  early  1960s  condemned  this 
dependency-producting  approach  to  blind  assistance  and  substituted  a  program 
of  realistic  training  for  the  totally  blind.  Rejecting  seeing-eye  dogs  and 
armed  only  with  a  sonic  stick,  they  went  all  over  Des  Moines,  on  buses  and 
into  stores  acting  much  like  a  sighted  person.  Although  it  could  not  be  ex¬ 
pected  that  all  such  persons  could  have  the  same  successes  as  the  noted 
song  writer  Tom  Sullivan  (Sullivan  and  Gill,  1975)  who  attended  Harvard  as 
well  as  participating  in  skydiving,  waterskiing,  swimming,  wrestling  and  golf, 
such  cases  are  a  far  cry  from  organizational  dependency.  If  the  independency 
orientation  were  used  with  all  blind  persons,  soon  the  Lions  Clubs  and  other 
charitable  organizations  would  find  their  major  function  gone  and  they  would 
have  to  look  to  other  causes  to  retain  their  reason  for  being. 
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Chapter  2 

Social  Adjustments 
of  Impaired  and  Disabled  People 

Persons  who  are  disabled  may  be  negatively  labeled  because  of  their 
physical  differentness.  The  consequence  of  this  labeling  can  be  that  handi¬ 
capped  persons  are  cast  into  a  deviant  social  role,  stereotyped  and  excluded 
from  certain  opportunities.  However,  labeling  must  be  viewed  as  a  dynamic 
process  and  not  as  a  static  state.  Persons  who  are  disabled  may  rebel  against 
the  stigmatizing  responses.  Or,  handicapped  persons  may  actively  forge  new 
identities  for  themselves  as  they  adjust  to  their  disability  and  to  the  re¬ 
sponses  of  others. 

The  selections  in  this  chapter  detail  the  social  adjustment  process. 

In  the  first  article,  Scheer  notes  the  conflicts  which  develop  between  elderly 
residents  and  disabled  residents  at  an  independent  living  center.  The  labeling 
process  is  analyzed  in  terms  of  cultural  differences  in  perceptions  of  status 
in  the  larger  community.  Scheer  employs  an  anthropological  perspective  to  gain 
important  insights  into  societal  reaction  to  disability  and  strategies  by  the 
disabled  to  adjust  to  independent  living  in  a  diverse  community. 

In  "Patient  Health  and  Psychological  Wellbeing...,"  Kaufmann  examines 
factors  which  determine  psychological  wellbeing  among  rheumatology  patients. 
Kaufmann  finds  that  physicians’  and  patients’  assessments  of  their  functional 
abilities  are  not  closely  correlated;  physicians  overestimate  patients’  capa¬ 
bilities.  Patients’  assessments  of  their  own  functional  abilities  are  powerful 
predictors  of  patients’  wellbeing.  Subjective  impressions  from  patients  about 
their  functional  abilities  are  advanced  as  an  important  supplement  to  physical 
tests  of  functional  ability. 

The  third  selection  in  this  chapter  investigates  role  reorganization  among 
women  with  spinal  cord  injury.  To  the  extent  that  spinal  cord  injury  disrupts 
a  woman’s  capacity  to  conform  to  traditional  role  responsibilities,  she  must 
make  adjustments  to  the  disabling  condition.  Family  life  and  significant  re¬ 
lationships  are  not  uncommonly  disrupted  and  transformed.  Bonwich  relates  that 
certain  women  make  positive  adjustments  reflecting  greater  independence  and 
assertiveness  compared  to  their  conception  of  self  before  their  injury. 
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"THEY  ACT  LIKE  IT’S  CONTAGIOUS": 

A  STUDY  OF  MOBILITY  IMPAIRMENT  IN  A  NEW  YORK  CITY  NEIGHBORHOOD 

Jessica  Scheer 

This  paper  will  use  an  anthropological  perspective  to  examine  the  social 
status  and  identity  of  persons  with  mobility  impairment  in  a  New  York  City 
neighborhood.  It  is  part  of  a  larger  effort  to  understand  the  ways  in  which 
various  cultures  evaluate  the  social  consequences  of  physical  disability 
(Murphy,  Murphy,  Mack,  and  Scheer  1983,  in  press).  The  cultural  interpretation 
of  disability  will  be  considered  as  part  of  a  belief  system  which  underlies 
the  social  status  of  mobility  impaired  adults  in  our  contemporary  society. 

I  recently  conducted  a  year-long  ethnographic  field  study  among  12  post¬ 
polio  respirator  quadriplegics  and  15  spinal  cord  injured  paraplegics  who  live 
in  a  barrier-free  neighborhood  on  Roosevelt  Island,  New  York,  a  two  mile  long 
island  located  in  Manhattan’s  East  River.  In  addition,  a  small  group  of  crutch, 
cane  and  wheelchair  users  who  work  and  live  in  Manhattan  were  also  interviewed. 
This  paper  is  a  preliminary  report  of  my  fieldwork. 

The  social  devaluation  of  the  handicapped  and  the  avoidance  of  the  handi¬ 
capped  by  the  able-bodied,  are  well  known  to  many  social  scientists  and  all 
handicapped  people.  The  prevailing  theoretical  orientation  assumes  handicap 
to  be  a  deviance  that  is  understood  to  be  natural,  and  universal  in  its  appli¬ 
cation  of  stigma  (Goffman  1963).  However,  cross-cultural  research  reveals 
that  handicap  is  not  universally  invalidation  and  that  inclusion  in  social 
roles,  especially  roles  of  production,  is  a  major  indicator  of  status  and 
societal  accommodation  to  impairment. 

Nora  Groce’s  ethnohistoric  study  of  the  hereditary  deaf  among  19th  and 
20th  century  farmers  and  fishermen  on  Martha’s  Vineyard,  Massachusetts,  indi¬ 
cates  that  the  local  community  did  not  consider  the  deaf  disabled  (Groce  1983). 
All  members  of  the  community  used  sign  language  and  the  deaf  participated  in 
both  farming  and  whaling.  In  addition,  rules  for  sex  and  marriage  did  not 
exclude  the  deaf,  as  attested  to  by  a  rising  deaf  population  until  out-migra¬ 
tion  began  in  the  early  20th  century.  John  Gwaltney's  study  of  the  oncocir- 
cosis-blinded  male  elders  in  a  Mexican  highlands  village  reports  that  their 
role  as  beggers  was  viewed  as  productive  labor  when  performed  outside  of  the 
village,  and  that  status  was  also  gained  from  their  role  as  messengers  between 
villages  and  as  informal  advisors  to  the  youths  who  accompanied  them  as  guides 
(Gwaltney  1967) . 
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Cross-cultural  community  studies  serve  as  important  counterweights  to  re¬ 
search  grounded  in  the  deviance  perspective.  When  stigma  and  deviance  are  assumed 
to  naturally  define  the  social  identity  of  the  physically  impaired,  their  ex¬ 
clusion  from  roles  and  tasks  appears  justified,  and  inequality  is  perpetuated. 
Since  the  mass  de-institutionalization  of  the  physically  impaired  began  in  the 
late  1960s,  mobility  impaired  adults  have  become  more  visible  in  urban  and 
suburban  neighborhoods,  places  of  work,  shopping  areas,  schools,  parks  and  bars. 
However,  even  though  the  presence  of  paraplegics  and  quadriplegics  has  become 
less  atypical,  social  devaluation  continues,  and  transportation,  housing  and  job 
discrimination  remain  (Treischman  1980) . 

The  question  to  be  explored  in  this  paper  is:  do  general  patterns  of 
avoidance  shift  when  the  physically  impaired  are  present  in  neighborhood  settings 
in  greater  numbers?  Social  scientists  have  examined  attitudes  toward  impairment 
in  a  series  of  surveys  and  questionnaires.  Least  and  most  aversive  traits  have 
been  ranked,  from  obesity  as  the  most  offensive  to  asthma  as  the  least  (Wright 
1973;  Anthony  1972).  Avoidance  behavior  has  been  recorded  in  experimental  sit¬ 
uations  which  document  initial  recoil  and  the  presence  of  "sweaty  palms"  when 
able-bodied  persons  first  encounter  a  paraplegic  person  (Kleck  1966,  1979).  Kleck 
notes  that  these  reactions  diminish  during  second  encounters  in  the  laboratory 
setting.  But  what  about  subsequent  encounters?  When  contact  is  day-to-day  in 
a  neighborhood  setting,  is  avoidance  behavior  heightened  or  modified  in  relations 
between  the  handicapped  and  others? 

The  theoretical  orientation  of  the  anthropologist  Mary  Douglas  has  proved 
useful  for  analyzing  the  structure  of  avoidance  patterns  among  the  handicapped 
and  others  in  an  urban  neighborhood.  Mary  Douglas  (1966)  has  developed  a  method 
for  identifying  elements  in  a  classification  scheme  that  are  avoided  in  social 
life.  She  suggests  that  types  of  persons  or  objects  that  cannot  be  classified 
into  the  usual  categories  of  thought  and  belief  are  avoided,  and  sometimes 
tabooed.  This  occurs  because  the  anomolous  or  ambiguous  person  or  object 
falls  betwixt-and-between  usual  categories  of  thought,  and  therefore  become 
sociologically  dangerous  and  polluting. 

Douglas  has  analyzed  Jewish  dietary  rules  by  this  method,  and  noted  that 
only  ambiguous  animals  are  considered  unclean  and  avoided  as  edible  food.  For 
example,  shellfish  are  ambiguous  members  of  the  category  'water  animals';  al¬ 
though  they  live  in  the  sea  they  do  not  have  scales  or  fins.  They  are  there¬ 
fore  classified  as  inedible  and  taboo.  Camels  and  pigs  are  likewise  avoided 
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because  they  are  neither  cloven-hoofed  nor  ruminant  like  sheep,  goats,  cattle 
and  other  'animals  who  live  on  earth’.  Douglas'  method  is  relevant  for  under¬ 
standing  the  social  identity  of  mobility  impaired  persons  who  are  culturally 
classified  as  ambiguous  and  anomalous .  I  will  argue  that  the  social  identity 
of  mobility  impaired  persons  is  contaminated  by  ambiguous  cultural  meanings 
or  symbolic  barriers.  We  will  see  that  the  disabled  can  and  do  clarify  the 
imposed  ambiguity  in  a  variety  of  ways,  although  among  certain  categories  of 
persons,  such  as  the  elderly  and  the  disabled,  the  sociological  danger  is 
heightened  and  conflict  ensues. 

The  Cultural  Classification  of  Mobility  Impaired  Adults 

Prior  to  WWII  and  the  development  of  antibiotics  that  fight  kidney  and 
respiratory  infections  and  pressure  sores,  persons  with  spinal  cord  injuries 
or  diseases  rarely  survived  longer  than  three  to  five  years  (Treischman  1980). 
Since  the  late  1940s,  hox^rever,  paraplegics  and  quadriplegics  have  survived  in 
greater  numbers,  although  most  have  lived  in  chronic  care  facilities,  secluded 
and  excluded  from  participation  in  ordinary  social  life.  Despite  the  increased 
survival  rate,  biomedicine  continues  to  classify  the  disabled  person  as  'chroni¬ 
cally  ill'.  In  actuality,  the  disabled  person  lives  with  a  functional  impairment, 
a  condition  anomolous  to  the  cultural  states  of  "health"  and  "illness".  Although 
paralysis  does  involve  a  special  proneness  to  respiratory  and  kidney  infections 
and  pressure  sores,  these  infections  are  not  chronic  but  intermittent.  Thus, 
the  medical  status  of  the  paralyzed  person  is  indeterminate.  The  impaired  are 
not  sick,  but  they  do  not  get  well  either.  Because  of  the  ambiguity  of  their 
medical  status,  the  Parsonian  sick  role  (Parsons  1951),  first  described  in 
Sigerist's  article  on  the  special  position  of  the  sick  (Sigerist  1929),  is  not 
relevant  for  understanding  the  social  status  of  the  mobility  impaired  person. 

A  further  source  of  ambiguous  role  identity  is  that  adult  status  is  blurred 
for  the  paraplegic  or  quadriplegic  by  a  series  of  dependent  relations  with  other 
adults,  due  to  functional  impairment.  The  spasticity  of  anal  and  bladder 
spincters  results  in  episodes  of  fecal  or  urinary  incontinence,  and  salaried 
attendants  or  unpaid  kinsmen  and  friends  become  involved  in  personal  aspects 
of  body  care  and  maintenance.  Thus  a  unique  relation  of  dependence  occurs, 
as  well  as  a  profound  invasion  of  personal  space.  Dependence  among  adults  is 
greatly  devalued  in  American  culture  where  independence  and  freedom  are  core 
values.  For  the  mobility  impaired  American,  however,  part  of  being  "free" 
is  receiving  help  from  other  adults  so  that  the  mobility  impaired  person  must 
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contend  with  this  reversal  of  adults  status,  as  well  as  the  physical  limi¬ 
tations  of  impairment  in  inaccessible  environments. 

In  a  society  that  values  stature  in  general,  and  ’standing  up  for  one¬ 
self’  in  particular,  the  wheelchair  user  is  sitting  down,  shrinking  to  the 
height  of  a  ten  year  old  child.  To  shake  hands  with  a  fellow  adult  the  para¬ 
lyzed  person  must  reach  up  at  least  six  inches.  In  contrast  to  the  paralyzed 
person  himself,  who  never  forgets  that  if  it  weren’t  for  the  wheelchair  he 
would  be  flat  on  his  back  in  bed,  the  able-bodied  person  finds  the  use  of  a 
wheelchair  confusing  in  many  ways.  The  wheelchair  is  both  a  thing  of  activity 
and  independence,  and  a  symbol  of  dependence  and  passivity.  Responding  to 
this  paradox,  many  disability  activists  have  objected  to  the  choice  of  the 
wheelchair  as  the  international  s3mibol  of  accessibility  for  the  handicapped. 

Many  crutch  users  I  interviewed  avoided  using  wheelchairs  at  all  costs,  even 
for  selective  purposes  such  as  in  museums  or  airports,  because  of  the  implicit 
symbolic  reference  to  dependence  and  ’being  pushed  around’. 

Perhaps  the  most  complete  reversal  of  adult  status  is  the  culturally 
ascribed  desexualization  of  the  body  of  an  impaired  person.  This  is  often  so 
depersonalizing  and  demoralizing  that  the  impaired  person  retreats  from  seeking 
sexual  partners  and  thereby  perpetuates  the  ascribed  asexuality.  However,  some 
handicapped  persons  do  counter  the  imposed  asexuality  with  alternative  behavior, 
including  promoting  an  image  of  hypersexuality.  The  presentation  of  self  as 
sexual  is  certainly  one  of  the  most  effective  ways  to  clarify  one’s  status  as 
adult  in  American  society. 

The  Social  Status  of  Mobility  Impaired  Adults  on  Roosevelt  Island 

The  mass  media  regard  Roosevelt  Island  as  "one  of  the  most  visible  concen¬ 
trations  of  disabled  people  in  the  U.S."  (Kleinfield  1977).  Since  the  comple¬ 
tion  of  an  apartment  complex  for  5500  in  1975,  55  handicapped  adults  have  lived 
in  accessible  housing  in  an  accessible  environment.  1000  apartment  units  are 
federally  subsidized  for  the  low  income,  elderly  and  handicapped,  900  units 
are  rented  at  market  value,  and  300  are  owned  as  luxury  cooperatives.  The 
handicapped  residents,  including  amputees,  persons  with  multiple  sclerosis 
and  cerebral  palsy,  stroke  survivors  and  the  subjects  of  my  study,  post-polio 
respiratory  quadriplegics  and  spinal  cord  injured  paraplegics,  comprise  1%  of 
the% islands’  population.  Mobility  impaired  residents  of  Manhattan  or  Brooklyn 
often  refer  to  Roosevelt  Island  as  a  "ghetto  for  crips",  and  recall  with  disdain 
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its’  secluded  country  club  ambiance.  However,  as  in  the  residential  com¬ 
munity  described  by  Zola  (Zola  1982) ,  an  impaired  person  can  use  an  accessible 
environment  in  different  ways - as  a  pleasant  haven  and  retreat,  or  as  a  con¬ 

venient  base  of  operations  for  both  work  and  pleasure. 

Roosevelt  Island  is  a  planned  apartment  house  community  in  a  city  that 
prizes  the  unexpected.  The  visual  clutter  so  characteristic  of  Manhattan  has 
been  eliminated  on  Roosevelt  Island,  and  the  scene  is  quite  suburban  in  charac¬ 
ter.  Barrier-free  promenades  line  the  waterfront,  and  parks  and  playgrounds 
are  abundant,  especially  near  the  two  elementary  schools.  A  carefully  sculpted 
street,  called  Main,  is  the  location  for  all  apartment  houses  and  several  stores, 
including  a  pizza  parlor,  deli,  cleaners,  drug  store,  hairdresser,  bank  and  one 
large  chain  grocery.  The  airway  tram,  a  cable  car  that  transports  persons  to 
and  from  Manhattan  is  accessible  and  leaves  every  15  minutes.  Accessible  buses 
are  available  in  Manhattan,  Brooklyn,  and  Queens,  although  their  schedules  are 
too  irregular  for  dependable  use.  Forty  percent  of  the  spinal  cord  injured 
residents  drive  their  own  cars,  and  ten  percent  of  the  post-polios  own  their 
own  vans  which  friends,  relatives,  and  attendants  drive.  The  handicapped  on 
Roosevelt  Island  also  use  public  transportation  for  occasional  shopping  trips, 
but  most  rely  on  friends  and  family  to  venture  off  the  island. 

The  study  population  is  also  defined  by  their  previous  patient  status  at 
one  of  the  two  city  financed  chronic  care  and  rehabilitation  hospitals  located 
at  either  end  of  Roosevelt  Island.  Most  post-polios  had  grown  up,  gone  to 
college,  and  occasionally  married  while  living  for  as  long  as  25  years  in  the 
respiratory  unit  of  the  rehabilitation  hospital.  The  spinal  cord  injured  resi¬ 
dents  had  spent  from  one-two  years  in  rehabilitation  training  and  an  additional 
one-two  years  waiting  for  accessible  housing  to  become  available.  At  the  time 
of  my  field  study,  the  handicapped  had  been  living  in  the  community  for  from 
one  to  seven  years.  They  do  not  receive  medical  care  at  the  island  hospitals, 
although  a  few  retain  contacts  in  the  hospital  wheelchair  repair  shops.  Several 
keep  such  institutional  habits  as  having  their  hair  washed  only  on  Thursdays 
or  being  bullied  by  attendants  whom  they  are  reluctant  to  fire.  The  respirator 
quadriplegics  receive  24  hour  home  attendant  care  as  part  of  their  Medicaid 
benefits,  and  the  spinal  cord  injured  paraplegics  receive  4-10  hours  per  week 
of  household  help  as  part  of  their  Medicaid  entitlement.  All  but  one  member  of 
my  study  receives  ’some  form  of  public  assistance,  including  SSI,  SSDI,  Veteran’s 
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Benefits  and  Workman’s  Compensation. 

In  addition,  fifteen  percent  of  the  study  population  worked  full-time, 
employed  in  jobs  such  as:  dispatcher  for  apartment  maintenance  and  security, 
hospital  secretary,  hospital  recreation  aide,  secretary  for  a  real  estate  com¬ 
pany,  and  a  consultant  to  several  portable  respirator  companies.  Four,  percent 
of  the  study  population  worked  part-time,  in  jobs  such  as:  selling  Amway  and 
Avon  products,  newspaper  delivery,  running  off-track  bets  into  Manhattan, 
selling  homemade  jewelry,  doing  errands  in  one's  car,  and  babysitting.  Fifteen 
percent  were  full-time  students  in  OVR  training  programs  and  BA  curriculas, 
while  one  woman  was  earning  her  Ph.D.  in  rehabilitation  counseling.  The  un¬ 
employed,  many  of  whom  spent  much  of  the  day  socializing  in  the  public  plaza, 
had  important  informal  roles,  including:  reporters  of  community  events,  infor¬ 
mation  brokers  in  gossip  networks,  and  companions  to  pre-teenagers  who  were 
often  without  parental  supervision  during  afternoon  and  summer  hours. 

The  mobility  impaired  on  Roosevelt  Island  have  evoked  different  responses 
among  the  generations.  Younger  children,  ages  1-7,  do  not  seem  to  respond  dif¬ 
ferentially  to  the  handicapped,  and  this  is  perhaps  the  island's  greatest 
achievement.  Pre-teenagers  form  peerlike  friendships  with  members  of  an  in¬ 
formal  wheelchair  gang,  a  group  of  unemployed  men  and  women  who  spend  a  good 
deal  of  time  socializing  in  public  spaces.  During  the  winter,  these  inter- 
generational  allies  gather  in  various  apartments  to  share  leisure  time  together. 

There  is,  however,  repeated  conflict  between  the  elderly  and  the  disabled, 
especially  between  the  wheelchair  gang  members  and  aggressive  elderly  men  and 
women.  In  the  year  prior  to  my  fieldwork  several  shouting  matches  occurred 
between  these  two,  and  one  fist  fight  took  place  between  a  young  male  para¬ 
plegic  and  an  older  man.  The  elderly  man  objected  to  the  presence  of  persons 
in  wheelchairs  gathering  near  the  entrance  to  the  apartment  house  he  shared  with 
other  elderly,  low  income,  and  handicapped  residents.  An  elderly  woman  re¬ 
ported  to  me  that  "when  there  were  four  wheelchairs  gathered  together,  she  could 
swear  there  were  eight!"  And  the  mobility  impaired  would  comment  to  me  that 
"old  people  act  like  handicap  is  contagious,  and  they  should  know  better!" 

The  intergenerational  tension  and  conflict  is  an  expression  of  heightened 
ambiguity  for  both  the  elderly  and  the  mobility  impaired.  Elders  in  our  society 

share  several  ambiguous  features  of  the  disabled  person's  social  status - the 

extreme  and  visible  dependency,  an  image  of  being  chronically  ill,  ascribed 
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asexuality,  unemployment,  and  reliance  on  public  assistance.  The  elderly 
and  the  handicapped  on  Roosevelt  Island  either  avoid  each  other  or  confront 
each  other  because  of  a  shared  exclusion  from  full  adult  status.  In  a  re¬ 
lated  manner,  the  Roosevelt  Island  pre-teens  ally  themselves  with  the  handi¬ 
capped  residents;  they  too  lack  adult  status,  and  share  the  ascribed  social 
identity  of  dependence  and  asexuality. 

The  majority  of  the  Roosevelt  Island  post-polio  quadriplegics  and  spinal 
cord  injured  paraplegics  use  various  strategies  to  clarify  their  adult  status, 
including  marriage,  sexual  alliance,  parenthood,  jobs,  school  achievement  and 
participation  in  political  and  community  activities.  Fieldwork  demonstrates 
that  the  common  denominator  of  these  strategies  is  the  transcendence  of 
ascribed  non-adult  status,  specifically  by  widening  social  contact  with  non- 
Roosevelt  Island  adults.  In  the  process  of  clarifying  the  ambiguity  imposed 
by  the  cultural  interpretation  of  physical  impairment,  the  mobility  impaired 
adult  acquires  parity  with  his  able-bodied  adult  neighbors  who  also  gain  status 
in  their  off-island  activities. 

The  way  in  which  the  mobility  impaired  are  defined  as  "different"  is 

culturally  constituted,  and  indeed,  by  struggling  with  the  symbolic  barrier - 

the  veil  of  non-adulthood - the  mobility  impaired  in  our  society  re-define 

themselves  and  reject  their  wheelchairs  as  portable  seclusion  huts. 
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PATIENT  HEALTH  AND  PSYCHOLOGICAL  WELLBEING: 

HEALTH  STATUS,  DISEASE  ADJUSTMENT,  AND 
STRESS  AMONG  RHEUMATOLOGY  PATIENTS 

Caroline  L.  Kauffman ,  Ph.D. 

The  assessment  of  patient  health  and  psychological  wellbeing  is  a  sig¬ 
nificant  aspect  of  the  treatment  process  in  rheumatology  for  several  reasons. 
Symptoms  of  depression  or  anxiety  are  often  associated  with  changes  in  physical 
health.  Therefore,  depression  may  be  used  as  an  indicator  of  general  health 
status.  Rheumatologists  have  often  speculated  about  the  relationship  between 
psychiatric  symptoms  and  presenting  complaints  of  patients.  Psychosomatic 
factors  have  been  hypothesized  for  a  wide  range  of  rheumatic  conditions  in¬ 
cluding  rheumatoid  arthritis  (1),  systemic  lupus  erythremytosis  (2,3),  and 
fibrositis  (4) . 

In  addition,  depression  itself  is  a  serious  health  problem.  Estimates  of 
the  prevalence  of  depression  vary  greatly,  however,  recent  epidemiological 
studies  suggest  that  s5miptoms  of  depression  are  evident  in  from  seven  to  15% 
of  the  population  in  the  United  States  (5) .  Since  psychological  wellbeing  is 
an  important  aspect  of  the  management  and  treatment  of  chronic  disease,  know¬ 
ledge  of  the  relationship  of  depression  to  health  status  is  a  useful  addition 
to  clinical  assessments  in  rheumatology. 

This  paper  presents  results  from  a  cross-sectional  survey  of  106  patients 
recruited  from  the  population  of  patients  receiving  treatment  at  the  Rheuma¬ 
tology  Clinic,  University  of  South  Florida  School  of  Medicine.  Results  indi¬ 
cate  that  psychological  wellbeing  can  be  reasonable  predicted  on  the  basis  of 
the  patients’  self-rating  of  their  health  compared  to  other  people,  the  degree 
of  difficulty  the  patients  report  in  performing  daily  activities,  and  the 
presence  of  stress  factors  in  the  patients’  social  environment,  other  than 
those  related  to  the  patients’  own  health.  These  findings  suggest  that  patient 
self-reports  of  general  health  status  and  social  stress  may  be  useful  additions 
to  more  routine  assessment  tools  in  rheumatology. 

Considerable  attention  has  been  foucsed  recently  on  the  use  of  questionnaire 
based  measures  in  assessments  of  the  outcome  of  treatment.  These  efforts  apply 
basic  methods  of  the  social  sciences  to  the  problem  of  clinical  assessment  and 
evaluation  of  care  (6,7).  These  measures  have  been  shown  to  be  both  reliable 
and  valid  estimates  of  the  natural  course  of  chronic  diseases  (8,9).  Several 
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issues  are  raised  by  the  success  of  this  work.  First,  the  use  of  patient  self- 
assessments  allows  for  more  detailed  assessments  of  the  outcomes  of  treatment 
which  are  naturally  grounded  in  the  patients’  own  perceptions  of  health.  This 
approach  to  the  assessment  of  treatment  outcomes  is  the  logical  answer  to 
criticisms  that  more  standard  clinical  measures  have  limited  validity  or  are 
insensitive  to  the  physical  experiences  of  patients  (10). 

This  paper  explains  the  development  and  field  testing  of  a  questionnaire 
designed  to  measure  health  status,  social  supports,  stress,  and  psychological 
wellbeing  among  rheumatology  patients.  Data  obtained  from  this  instrument  are 
used  to  develop  a  model  of  the  relationships  among  health,  stress  and  adjust¬ 
ment  to  disease  which  predicts  depression.  This  model  is  tested  on  a  diag¬ 
nostically  mixed  sample  of  rheumatology  patients  and  a  subset  of  patients  with 
a  confirmed  diagnosis  of  rheumatoid  arthritis.  The  purpose  is  to  demonstrate 
the  value  of  relatively  simple  measures  in  determining  psychological  wellbeing 
and  to  argue  for  the  inclusion  of  these  measures  in  clinical  assessment. 

1.  SAMPLE  AND  METHODS 

A  sample  of  138  patients  with  a  range  of  complaints  was  drawn  from  the 
population  of  individuals  seen  at  the  rheumatology  clinic  of  the  University  of 
South  Florida  School  of  Medicine.  These  patients  completed  a  questionnaire 
called  "Social  and  Physical  Adjustments  to  Rheumatic  Conditions"  (SPARC). 

Patients  were  recruited  as  they  checked  in  for  their  clinic  appointments  and 
completed  the  questionnaire  in  the  clinic  waiting  area  or  examination  room 
while  waiting  to  see  their  physician.  Thirty-two  patients  completed  a  pretest 
version  of  the  SPARC  questionnaire.  Data  from  the  pretest  sample  was  used  for 
scale  and  item  analyses.  Following  the  pretest,  a  revised  and  shortened  version 
of  SPARC  was  tested  on  a  sample  of  106  patients. 

Of  the  106  patients  who  completed  the  revised  questionnaire,  all  reported 
that  they  either  had  a  rheumatic  condition  or  suspected  that  they  had  one.  When 
asked  to  name  their  rheumatic  condition  35%  stated  that  they  had  rheumatoid 
arthritis,  20%  reported  they  had  osteoarthritis,  and  19%  reported  they  had  SLE, 

The  remaining  patients  reported  either  arthritis  (10%),  degenerative  arthritis 
(2%)  or  bursitis  (2%)  as  their  primary  diagnosis.  Twelve  percent  of  the  patients 
in  this  sample  did  not  know  the  name  of  their  rheumatic  condition  if  it  had  been 
diagnosed.  Sixteen  patients  did  not  answer  this  question.  All  the  patients  were 
receiving  some  type  of  treatment  for  a  confirmed  or  suspected  rheumatic  condition. 
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Data  on  clinical  diagnosis  were  obtained  for  a  subsample  of  62  patients. 
Nineteen  of  these  patients  had  a  confirmed  diagnosis  of  classic  or  definite 
rheumatoid  arthritis.  Three  patients  had  probable  RA.  Eighteen  patients  were 
diagnosed  as  having  degenerative  joint  diseases.  Four  patients  had  systemic 
lupus  erythremytosis,  and  four  patients  Were  diagnosed  as  having  tendonitis. 

The  remainder  of  the  sample  had  a  range  of  rheumatic  conditions  including 
ankylosing  spondylitis  (4),  fibrositis  (2),  Reiter^s  syndrome  (1),  gout  (1), 

PSS  (1),  or  some  other  rheumatic  condition  (5).  Within  the  subsample  of  62 
patients,  the  diagnosis  of  rheumatoid  arthritis  accounted  for  31%  of  all  cases. 

Mean  age  for  the  sample  was  53  years  (sd=14.41).  The  sample  was  predom¬ 
inately  female  (70%),  white  (91%)  and  married  (69%).  Twenty-one  percent  had 
completed  grade  school,  39%  were  high  school  graduates,  and  30%  had  some  college 
education.  Eleven  percent  of  the  patients  were  college  graduates  or  held  post¬ 
graduate  degrees.  Household  income  levels  varied.  Thirteen  percent  had  total 
household  incomes  of  less  than  $5,000  per  year.  Approximately  23%  of  the 
sample  had  incomes  in  the  $5,000  to  $10,000  range.  Thrity-five  percent  had 
incomes  between  $10,000  and  $20,000.  One  forth  of  the  patients  reported  in¬ 
comes  of  $20,000  or  more  per  year.  Most  patients  in  this  sample  were  currently 
living  with  their  spouse  or  other  adult  relative  (84%).  In  general,  household 
size  was  small,  consisting  of  two  adults  per  household.  Patients  reported  a 
moderately  active  social  life, 

2.  SPARC  DEVELOPMENT  AND  PRETEST 

A  pretest  sample  of  32  patients  was  recruited  from  the  population  of 
patients  receiving  regular  care  at  the  University  Rheumatology  Clinic.  The 
pretest  version  of  the  SPARC  questionnaire  included  several  measures  of  pain, 
activities  of  daily  living  and  social  and  psychological  wellbeing.  Reliability 
of  these  scales  was  analyzed  using  Cronbach’s  alpha  for  the  full  set  of  items 
on  each  scale,  Guttman  lambda  coeffcients  were  also  calculated.  Scales  in¬ 
cluded  three  measures  of  activities  of  daily  living  (ADL)  which  rated  eight 
activities  on  a  four-point  Likert  scale.  The  eight  activities  were  selected 
from  within  the  eight  general  categories  originally  constructed  by  Fries  and 
others  and  subsequently  modified  by  Pincus  and  others  (6,11). 

The  ADL  scale  items  used  in  SPARC  were  selected  to  include  activities  which 
applied  equally  to  men  and  women  (e.g.,  washing  oneself).  Also,  activities  were 
selected  on  the  basis  of  the  estimated  frequency  of  performance  of  the  activity 
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in  an  average  day.  Bending  down  to  pick  up  clothing  from  the  floor  was  chosen 
as  a  better  indicator  of  daily  function  than  the  ability  to  lift  a  five-pound 
bag  of  sugar,  since  it  was  likely  to  be  a  normal  function  to  perform  on  a 
typical  day. 

Each  of  the  eight  activities  was  rated  in  terms  of  the  degree  of  difficulty 
in  performing  the  activity,  a  dichotomous  rating  of  the  patients’  satisfaction 
with  their  ability  to  perform  the  activity,  and  the  degree  of  pain  experienced 
in  performing  each  activity.  Prior  empirical  analysis  on  a  mixed  sample  of 
patients  with  rheumatoid  arthritis  demonstrated  strong  correlation  between 
these  modified  ADL  scales  and  the  Stanford  Health  Assessment  Questionnaire 
(11).  The  shorter  scales  included  in  SPARC  reduced  administration  time  with 
little  apparent  loss  of  information.  The  Pearlin  Depression/Anxiety  Index 
was  used  as  a  measure  of  psychological  wellbeing  (12).  Results  of  scale  and 
factor  analyses  on  these  scales  are  summarized  in  Tabel  1. 


TABLE  1 


ADL  SCALES 


Scale  Analyses 


RELIABILITY 
(Cronbach' s 
alpha) 


GUTTMAN 

RELIABILITY 

(lambda) 


FACTOR 

ANALYSIS 

Factor  %  Variance  Explained 


Difficulty 

.95 

.91 

1 

100 

Satisfaction 

.83 

.90 

1 

75 

2 

25 

Pain 

.90 

.91 

1 

84 

2 

16 

SOCIAL 

SUPPORT 

.90 

.96 

1 

68 

SCALE 

2 

20 

3 

12 

DEPRESSION 

ANXIETY 

.95 

.97 

1 

100 

INDEX 


Alpha  coefficients  for  scales  range  from  .83  to  .95,  indicating  good 
reliability.  Lambda  coefficients  indicate  that  the  scale  items  are  internally 
reliable.  Factor  analysis  is  used  to  assess  the  homogeniety  among  scale  items. 
For  the  Difficulty  Scale,  all  variance  in  the  total  scale  score  is  accounted 
for  by  one  common  factor.  Similar  results  are  found  for  the  Depression/Anxiety 
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Index.  For  the  Satisfaction  Scale,  75%  of  the  variation  in  scale  scores  is 
accounted  for  by  one  factor.  This  factor  includes  items  related  to  arising 
and  walking.  The  Pain  Scale  also  contains  two  factors,  although  84%  of  the 
variation  is  accounted  for  by  the  first  factor.  The  Social  Support  Scale  is 
composed  of  three  factors,  corresponding  to  three  dimensions  of  social  sup¬ 
ports  on  which  the  scale  was  constructed.  These  dimensions  are  family  (Factor 
1),  friends  (Factor  2),  and  neighbors  (Factor  3). 

Following  pretest,  the  original  questionnaire  was  shortened.  Items  which 
appeared  redundant  were  eliminated.  Items  which  were  ambiguous  or  difficult 
to  understand  were  reworded.  The  result  was  a  12-page  questionnaire  with  a 
total  of  100  items.  This  instrument  was  field  tested  on  the  study  sample  of 
106  patients. 

3.  VARIABLES  IN  THE  STUDY 

In  this  study,  eight  measures  of  health  status  were  analyzed.  Six  of 
these  were  obtained  from  patients*  responses  to  the  questionnaire.  A  weekly 
pain  rating  was  obtained  using  a  ten-centimeter  horizontal  line  as  a  visual 
analogue  of  the  amount  of  pain  the  patient  had  experienced  during  the  past 
week. 

In  the  original  pain  analogue  scale,  the  patient  was  instructed  to  place 
a  mark  on  the  line  between  zero  and  ten  indicating  how  much  pain  he  or  she  had 
felt  during  the  past  week.  The  zero  point  was  labeled  "No  Pain",  and  the  ten 
point  was  labeled  "Pain  As  Bad  As  It  Could  Be".  Similar  measures  are  currently 
in  use  (6,7,11,20,21).  On  pretest,  patients  reported  some  difficulty  in  com¬ 
pleting  the  scale.  This  was  reflected  in  a  larger  number  of  uncodable  or  in¬ 
appropriate  responses  to  this  item.  In  addition,  the  frequency  distribution 
of  this  variable  indicated  a  clustering  of  values  at  discrete  intervals  along 
the  scale.  The  visual  analogue  pain  scale  in  unrecoded  form  has  a  mean  of 
5.03,  a  standard  error  of  .59,  and  a  variance  of  32.4.  The  error  term  was 
somewhat  larger  than  expected  in  the  context  of  other  variables  in  the  study 
which  displayed  smaller  standard  errors. 

The  frequency  distribution  for  this  scale  suggests  a  clustering  of  scale 
values  at  four  discrete  intervals  with  40%  of  the  cases  falling  in  the  moderate 
range,  i.e.,  pain  ratings  from  3  to  5.  Therefore,  the  original  pain  analogue 
was  recoded  into  a  scale  of  four  discrete  intervals  of  little  or  no  pain  (0 
through  2),  moderate  pain  (3  through  5),  moderate-to-severe  pain  (6  through  8), 
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and  severe  pain  (9  and  10) ,  rounding  all  scale  values  to  the  closest  whole 
number.  The  recoded  pain  scale  demonstrates  a  smaller  standard  error  than 
the  original  pain  analogue. 

Patients’  self-assessments  of  functional  abilities  is  measured  using  a 
questionnaire  item  called  the  Patient  ARA.  This  is  a  layman’s  English  version 
of  the  ARA  Functional  Class  Rating  in  common  use  among  rheumatologists  (13) . 
Patients  are  asked  to  rate  their  ability  to  perform  activities  like  working, 
personal  grooming  or  errands  on  a  four-point  scale.  On  this  scale,  "1”  indi¬ 
cates  that  the  patient  feels  able  to  do  everything  he  or  she  wants  to  do.  A 
score  of  "4"  indicates  that  the  patient  can  not  do  any  of  the  things  he  or  she 
wants  to  do.  Another  health  status  measure  asks  patients  to  compare  their  own 
health  to  that  of  other  people.  Patients  are  asked  whether  they  feel  their 
own  health  is  better,  about  the  same,  or  worse  than  most  people.  This  measure 
is  called  the  Patient  Health  Rating  and  is  reproduced  in  the  Appendix. 

Measures  of  social  supports  and  stressful  life  events  are  included  since 
some  research  has  indicated  a  relationship  between  health  status  and  the 
presence  of  stress  in  the  social  environment  (14).  Assessments  of  social  sup¬ 
ports  are  analyzed  to  test  whether  a  supportive  social  environment  effects  the 
ability  of  the  patient  to  cope  with  stress  and  avoid  becoming  depressed.  Stress¬ 
ful  life  events  are  counted  using  a  modified  version  of  the  Life  Events  Inven¬ 
tory  designed  by  Holmes  and  Rahe  (15).  This  measure  consists  of  a  list  of  20 
stressful  life  events  which  are  not  directly  related  to  the  patients’  own 
health.  Events  are  selected  from  the  original  listing  of  43  stressful  life 
events  from  the  Social  Readjustment  rating  Scale.  The  list  of  stressful  events 
along  with  sample  frequencies  and  weights  are  shown  in  Table  2.  Change  in 
finances  is  the  most  frequently  reported  stressful  life  event  and  has  an  esti¬ 
mated  stress  value  of  38  on  a  ratio  scale  relative  to  a  base  of  50  (16,17). 

Sexual  difficulties  (stress  weight  of  39)  and  vacation  (stress  weight  of  13) 
are  the  next  most  frequent.  The  mean  number  of  stressors  reported  by  patients 
in  this  sample  is  3.5. 

The  weighted  and  unweighted  counts  of  stressful  life  events  are  highly 
correlated  (r=.95),  which  has  lead  some  investigators  to  advocate  the  use  of 
unweighted  frequencies  (18).  However,  it  is  clear  that  these  two  variables 
function  quite  differently  in  statistical  analysis  (19).  For  example,  use  of 
unweighted  frequencies  for  stressful  life  events  increases  the  standard  error 
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and  decreases  the  signifieance  of  the  stress  variable  when  it  is  used  in  linear 
regression  as  an  estimator  of  depression/anxiety .  Therefore,  the  weighted 
values  for  stressful  life  events  are  employed  in  this  analysis. 

TABLE  2 

Frequency  of  Stressful  Life  Events 


EVENT 

SAMPLE 

FREQUENCY 

ESTIMATED 

WEIGHT 

Change  in  finances 

34 

38 

Sexual  difficulties 

32 

39 

Vacation 

32 

13 

Change  in  eating  habits 

30 

15 

Change  in  social  activities 

29 

18 

Death  of  close  family  member  27 

63 

Change  in  living  conditions 

27 

25 

Death  of  a  close  friend 

23 

37 

Change  in  health  of 
family  member 

23 

44 

Gain  family  member 

22 

39 

Change  in  #  of  arguments 
with  spouse 

18 

35 

Change  in  residence 

16 

20 

Son  or  daughter  leaves  home 

12 

29 

Spouse  begins/stops  work 

11 

26 

Fired  at  work 

8 

47 

Marital  separation 

7 

65 

Divorce 

6 

73 

Marriage 

4 

50 

Minor  violation  of  the  law 

4 

11 

Death  of  spouse 

3 

100 

Psychological  wellbeing  is  the  dependent  variable  in  this  study.  This 
variable  is  measured  using  the  Pearlin  Depression/Anxiety  Index.  As  indicated 
in  Table  1,  the  index  has  good  reliability  and  is  internally  consistent.  It 
consists  of  ten  items  each,  rated  on  a  four-point  frequency  scale.  Respondents 
are  asked  to  report  how  often  they  have  experienced  ten  different  symptoms  of 
depression  during  the  past  week.  Symptoms  include  physical  manifestations, 
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such  as  loss  of  appetite  or  sleeplessness,  psychological  symptoms,  such  as 
feeling  "blue"  or  hopeless,  and  behavioral  expressions  of  depression  like 
crying  or  loss  of  sexual  interest.  This  index  was  chosen  from  a  plethora  of 
assessment  tools  available  in  clinical  psychology  because  it  demonstrates  good 
validity  and  reliability  and  takes  less  than  ten  minutes  to  administer.  There¬ 
fore,  it  can  be  readily  incorporated  as  one  section  of  a  multi-sectioned 
questionnaire . 

Physician  ratings  of  ARA.  functional  class  were  obtained  on  a  subset  of 
73  patients.  Two  additional  physician  ratings  were  also  obtained.  Physicians 
were  asked  to  rate  the  patient’s  adjustment  to  disease,  defined  as  the  patient’s 
ability  to  modify  his  or  her  style  of  life  and  level  of  activity  in  a  way  ap¬ 
propriate  to  the  type  or  severity  of  illness.  A  patient  was  given  a  rating  of 
"1"  (excellent)  if  the  physician  judged  that  the  patient  was  following  recom- 
mednations  regarding  diet,  exercise,  the  pacing  of  daily  activities,  and  other 
modifications  in  daily  routines  which  are  medically  warranted.  A  patient  re¬ 
ceived  a  rating  of  "4"  (poor)  if  the  physician  felt  the  patient  was  not  following 
recommendations  for  modifying  daily  behavior  as  needed,  given  the  nature  and 
severity  of  his  or  her  disease.  Note  that  this  meant  that  a  patient  who  was 
either  doing  too  much  or  doing  too  little  in  the  way  of  daily  exercise,  leisure 
activities  or  work  would  be  given  a  fair  or  poor  rating.  This  rating  scale  was 
designed  with  a  view  to  simplicity  and  ease  of  administration.  A  study  is  cur¬ 
rently  underway  which  employs  a  more  elaborate  disease  adjustment  scale  which 
differentiates  among  patients  who  are  more  active  than  they  should  be  or  less 
active  than  advisable.  Physicians  were  also  asked  to  rate  each  patient  on  a 
scale  of  one  to  four  in  terms  of  the  patient’s  ability  to  hold  a  full-time  job 
or  a  non-paid  job  inside  the  home  (e.g.,  housework).  This  measure  was  strongly 
correlated  with  the  rating  of  ARA  functional  class  (data  not  shown) . 

4 .  RESULTS 

A  summary  of  sample  results  for  the  health  status  variables  is  displayed 
in  Table  3.  Note  that  all  variables  have  a  range  of  3,  with  the  exception  of  the 
Patient  Health  Rating  (range  of  2)  and  the  Satisfaction  Scale  which  is  dichotomous. 
In  general,  patients  in  this  sample  report  a  moderate  degree  of  pain  during  the 
week  prior  to  their  clinic  visit.  They  feel  they  are  able  to  do  only  some  of  the 
daily  activities  they  would  like  to  do.  In  rating  their  own  health  compared  to 
others,  about  half  the  sample  stated  that  they  were  less  healthy  than  most  people. 
However,  it  is  important  to  note  that  45%  of  the  sample  rated  their  own  health  as 
about  the  same  (31%)  or  better  (14%)  than  most  people.  For  the  ADL  scales,  a 
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majority  of  respondents,  report  some  difficulty  and  pain  in  performing  daily 
activities.  Most  are  satisfied  with  their  abilities  to  perform  these  functions. 

The  Social  Support  Scale  consisted  of  a  list  of  ten  items  each  rated  on 
a  four-point  Likert  scale.  The  Social  Support  Scale  was  designed  to  measure 
the  frequency  of  support  available  from  family,  friends,  and  neighbors. 

TABLE  3 

Health  Status,  Social  Supports,  and  Stressful  Events 


Means , 

Standard 

Deviations , 

STANDARD 

Variance  and 

Error 

STANDARD 

MODE 

MEAN 

DEVIATION 

VARIANCE 

ERROR 

WEEKLY 

PAIN 

2 

2.3 

1.10 

1.20 

.11 

PATIENT  ARA 

3 

2.97 

.83 

.69 

.08 

PATIENT 

HEALTH 

RATING 

3 

2.4 

00 

• 

.61 

.08 

ARA 

FUNCTIONAL 

CLASS 

2 

1.9 

.83 

.69 

.10 

DISEASE 

ADJUSTMENT 

1 

2.1 

1.04 

1.09 

.12 

ADL  SCALES: 

Difficulty 

1 

1.8 

.68 

.47 

.07 

Satisfaction  1 

1.5 

.39 

.15 

.04 

Pain 

1.6 

2.1 

.74 

o55 

.08 

SOCIAL 

SUPPORTS 

2 

2.6 

.60 

.36 

.07 

STRESSFUL 

EVENTS 

3 

3.5 

2.73 

7.45 

.26 

Correlations  among  the  variables  are  displayed  in  Table  4.  Pearson’s  r 
is  calculated  as  a  parametric  measure  of  correlation  among  variables.  In  using 
Pearson’s  r,  the  researcher  assumes  that  all  correlations  are  calculated  on 
variables  at  the  interval  level  of  measurement.  While  there  may  be  some  debate 
concerning  whether  the  variables  in  this  study  have  all  achieved  a  true  interval 
level  of  measurement,  the  use  of  a  parametric  correlation  coefficient  does  not 
change  the  substantive  results  derived  by  these  calculations.  In  addition  use 
of  a  nonparametric  correlation  coefficient,  Spearman’s  rho,  does  not  result  in 
a  significantly  different  magnitude  in  the  correlations  among  variables  reported 
in  this  study.  A  weak  correlation  using  Pearson’s  r  also  yields  a  weak  correlations 
using  Spearman’s  rho. 
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TABLE  4 

CORRELATIONS  AMONG  VARIAGLES 
USING  PEARSON’S  r 


(1) 

(2) 

(3) 

(4) 

(5)  (6)  (7) 

(1) 

ADLs : 

Difficulty 

(2) 

Satisfaction 

.79 

(3) 

Pain 

.76 

.66 

(4) 

PATIENT  ARA 

.62 

,54 

.54 

(5) 

PATIENT  HEALTH 

RATING  .48 

.45 

.39 

.42 

(6) 

ARA 

FUNCTIONAL 

CLASS 

.40 

— 

.32 

.32 

.29 

(6) 

DISEASE 

ADJUSTMENT 

.34 

.30 

.25 

.21’^ 

-f- 

.22^  .23 

(7) 

WEIGHTED 

STRESSFUL 

EVENTS 

. 

1— • 

00 

+ 

.23'^ 

— 

— 

+  + 
.20  -  .22 

*  Unless  indicated. 

all  correlations  are 

significant  at  p  .01. 

+  Signifiant  at  p  .05 

The  three  ADL  scales  show  moderate-to-strong  correlation  among  one  another. 
Physicians’  ratings  of  functional  class  and  disease  adjustment  are  weakly  cor¬ 
related  with  the  ADL  scales  and  the  health  status  variables.  The  weighted  fre¬ 
quency  of  stressful  life  events  was  weakly  correlated  with  measures  of  health 
status,  functional  class,  and  disease  adjustment.  The  social  support  index 
was  not  correlated  with  any  of  the  other  variables  included  in  the  analysis 
(data  not  shown) . 

The  correlation  between  patients’  self  rating  of  their  functional  capacity 
and  the  physicians’  rating  of  the  functional  class  is  rather  low  (r=.32).  This 
is  of  some  concern  since  both  measures  are  designed  to  estimate  the  same  under¬ 
lying  dimension,  that  is,  the  ability  to  perform  daily  activities  such  as  dressing, 
walking,  errands,  and  work.  In  this  sample,  physicians  tend  to  rate  patients  as 
having  better  functional  abilities  than  the  patients  feel  themselves  to  have. 

The  magnitude  of  the  difference  is  the  equivalent  of  one  functional  class. 

That  is,  the  modal  functional  class  for  the  Patient  ARA  is  "Class  III",  while 
the  modal  functional  class  for  the  Physicians’  ARA  Rating  is  Class  II. 
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4.1.  Determining  Depression/Anxiety  -  the  "Best”  Estimatators 

In  order  to  find  the  best  estimators  of  depression,  a  backward,  stepwise 
regression  procedure  was  employed  (22).  In  linear  regression,  all  variables 
specified  by  the  analyst  are  entered  into  a  linear  equation  which  estimates 
change  in  the  dependent  variable  (depression/anxiety)  as  a  linear  function 
of  a  set  of  independent  variables.  In  backward  stepwise  regression,  indepen¬ 
dent  variables  are  eliminated  in  steps  until  the  best  set  of  independent  vari¬ 
ables  (i.e.,  those  with  the  highest  predictive  power)  remain.  The  advantage  of 
the  backward  stepwise  procedure  is  that  it  allows  the  researcher  to  examine  the 
contribution  of  all  independent  variables  currently  in  the  equation  and  note 
improvement  in  the  predictive  power  of  the  linear  model  as  independent  variables 
are  removed.  The  goal  of  the  backward  stepwise  regression  procedure  is  to  pro¬ 
duce  a  linear  model  to  predict  variation  in  the  dependent  variable  with  the 
fewest  number  of  independent  variables. 

To  begin,  all  health  status  variables,  ADL  scales,  social  support  and 
stress  measures  were  entered,  in  addition  to  income  and  diagnosis.  Income  was 
included  since  it  was  the  only  background  characteristic  which  showed  weak  to 
moderate  correlation  with  any  of  the  other  study  variables  (data  not  shown) . 

It  seemed  intuitively  correct  to  include  income  in  the  predictive  equation  since 
it  was  reasonable  to  suspect  that  persons  with  lower  incomes  would  have  fewer 
resources  to  use  in  coping  with  disease  and  would  therefore  be  at  higher  risk 
for  depression.  A  measure  of  diagnosis  was  also  included.  This  was  a  dummy 
variable  which  coded  the  presence  or  absence  of  rheumatoid  arthritis  as  the 
patients’  primary  diagnosis.  This  variable  was  included  as  a  test  for  whether 
a  diagnosis  of  rheumatoid  arthritis  was  a  good  predictor  of  whether  a  patient 
was  depressed. 

The  stepwise  procedure  produced  a  linear  model  which  predicted  depression/ 
anxiety  in  terms  of  a  small  set  of  independent  variables.  The  initial  "best 
equation"  obtained  from  the  backward  removal  of  variables  estimated  variations 
in  depression/anxiety  as  a  linear  combination  of  the  patient’s  health  rating, 

ARA  functional  class,  the  physicians’  ratings  of  patients’  ability  to  work,  and 
the  ADL  Difficulty  scale.  This  equation  was  tested  using  straight  linear  re¬ 
gression  (i.e.,  excluding  all  other  study  variables  other  than  these).  The 
"backward  solution"  displayed  an  r  squared  value  of  .41,  and  a  standard  error 
of  .48.  Income,  diagnosis  of  rheumatoid  arthritis,  the  Patient  ARA  Rating, 

Weekly  Pain  and  the  Satisfaction  and  Pain  ADL  scales  did  not  predict  a  statis¬ 
tically  significant  amount  of  the  variation  in  depression/anxiety □ 
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While  this  model  demonstrated  adequate  predictive  power,  several  of  the 
independent  variables  demonstrated  beta  weights  which  were  not  statistically 
significant.  This  indicates  that  while  the  model  may  have  predictive  power,  it 
may  or  may  not  function  well  when  applied  to  another  sample  of  patients.  In 
addition,  there  is  both  theoretical  and  intuitive  reasons  to  suggest  that  stress 
may  play  an  important  role  in  determining  psychological  wellbeing.  Therefore, 
the  initial  model  was  modified  to  include  the  weighted  frequency  of  stressful 
life  events.  This  model  is  tested  first  on  the  total  sample  of  106  rheumatology 
patients  and  then  on  a  subsample  of  patients  with  a  diagnosis  of  rheumatoid 
arthritis.  This  modelis  displayed  in  Table  5. 


TABLE  5 

A  MODEL  FOR  ESTIMATING 
PSYCHOLOGICAL  WELLBEING 
AMONG  RHEUMATOLOGY  PATIENTS 

Model  I:  Patient  Health  Rating,  ADL  Difficulty  Scale,  and  Stressful  Events 
as  Estimates  of  Depression/Anxiety 


FOR  ALL  CASES: 


R  =  .490 

F 

P 

Standard 

28.93 

.001 

Error  =  .434 

Beta: 

(Constant) 

PATIENT  HEALTH 

.770 

.001 

RATING 

.340 

.001 

ADL  DIFFICULTY  SCALE 

.276 

.002 

STRESSFUL  EVENTS 

.357 

.001 

Y=  .77  +  .34X  +  .276X  +  .357X  +  .434e 
12  3 


FOR  PATIENTS  WITH  RHEUMATOID  ARTHRITIS: 

R^  =  .839  ^  ^ 

25.27  .001 

Standard 

Error  =  .240 

Variables : 


(Constant) 

.903 

.01 

PATIENT  HEALTH 

RATING 

.209 

.20 

ADL  DIFFICULTY 

.379 

.02 

STRESSFUL  EVENTS 

.524 

cOl 

The  best  model  estimates  variation  in  depression  or  anxiety  in  terms  of 
the  linear  combination  of  the  patient’s  self-rating  of  his  or  her  own  health 
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compared  to  others,  the  degree  of  difficulty  reported  in  the  performance  of 
daily  activities,  and  the  weighted  frequency  of  stressful  life  events  other 
than  those  related  to  the  patient’s  own  health.  The  regression  equation  was 
initially  calculated  using  the  unweighted  count  of  stressful  life  events.  How¬ 
ever,  the  use  of  unweighted  frequencies  lowered  the  accuracy  and  power  of  the 
model.  The  final  model  reported  below  incorporated  the  weighted  frequencies 
for  stressful  life  events  as  an  independent  variable. 

The  R  squared  value  for  this  model,  adjusted  for  missing  data  on  the 
variables  in  the  equation,  is  .49  with  a  standard  error  of  .43.  This  model  is 
statistically  significant  at  a  level  of  probability  greater  than  .001.  That  is, 
using  Model  I,  it  is  possible  to  account  for  49%  of  the  variation  in  depression 
or  anxiety  among  the  sample  with  a  57%  accuracy  rate.  This  may  be  roughly  inter¬ 
preted  to  mean  that  if  the  clinician  uses  this  model  to  predict  variation  in 
psychological  wellbeing,  he  or  she  would  be  almost  half  right  more  than  half  of 
the  time.  The  beta  coefficients  indicate  the  contribution  of  each  independent 
variable  in  estimating  depression/anxiety .  Note  that  each  of  the  independent 
variables  makes  roughly  equivalent  contributions  to  the  equation  predicting 
variation  in  depression/anxiety .  All  beta  weights  are  statistically  significant 
at  a  probability  level  greater  than  .01. 

Results  from  applying  this  model  to  the  small  subsample  (n=19)  of  patient 
with  rheumatoid  arthritis  shows  that  this  model  estimates  84%  of  the  variation 
in  depression/anxiety  among  these  patients  with  an  error  of  .24,  This  model  is 
also  statistically  significant  for  the  RA  patients  at  a  level  of  probability 
greater  than  ,001.  In  this  application  of  the  model,  the  weighted  frequency  of 
stressful  life  events  contributes  more  to  the  estimate  of  depression/anxiety 
than  it  does  for  the  full  clinical  sample.  However,  the  beta  coefficient  for 
the  Patient  Health  Rating  is  included  in  the  model  at  a  probability  level 
less  than  .20,  This  does  not  necessarily  mean  that  the  variable  does  not  con¬ 
tribute  to  the  estimate  of  depression  in  the  manner  specified  by  the  model. 

However,  it  does  suggest  the  need  to  test  this  model  on  a  larger  sample  of  patients 
with  confirmed  diagnoses  of  rheumatoid  arthritis. 

5.  DISCUSSION 

These  results  indicate  that  patient  self-ratings  of  health  and  functional 
impairment  are  significant  predictors  of  psychological  wellbeing  as  measured  in 
this  study.  The  analysis  also  suggests  that  the  patient’s  self  assessments  of 
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health  may  be  stronger  determinants  of  psychological  wellbeing  than  more  stan¬ 
dard  measures  of  functional  class.  In  addition,  a  simple  assessment  of  the 
presence  of  environmental  stress  is  a  significant  determiner  of  psychological 
health.  While  it  may  be  difficult  to  measure  stress  in  an  experimentally 
rigorous  fashion,  the  use  of  a  simple  twenty-item  check  list  of  stressful  life 
events  may  be  useful  in  rheumatology,  particularly  for  patients  with  rheumatoid 
arthritis  where  there  are  known  links  between  social  and  psychological  stress 
and  physical  wellbeing. 

The  Patient  Health  Rating  emerges  as  a  significant  factor  in  the  psycho¬ 
logical  wellbeing  of  patients.  At  first  glance  it  may  appear  unusual  to  asked 
patients  with  a  confirmed  illness,  many  of  whom  have  chronic  disease,  to  com¬ 
pare  their  own  health  to  that  of  the  general  public.  One  would  naturally 
expect  patients  to  rate  their  own  health  as  worse  than  other  people.  The  fact 

that  this  is  not  the  case  for  a  significant  portion  of  patients  in  this  sample 

suggests  that  patients  assume  some  level  of  ill  health  to  be  a  normal  condition 

of  life.  Individuals  who  are  able  to  place  their  own  health  problems  in  a 

general  context  of  normal  expectations  about  disease  may  demonstrate  better 
psychological  adjustment  to  illness.  Clearly,  additional  study  is  needed  to 
examine  this  aspect  of  psychological  adjustment  among  patients. 

Social  supports  do  not  appear  to  be  predictors  of  depression/anxiety  as 
these  variables  have  been  measured  in  this  study.  However,  there  are  limitations 
to  the  current  analysis  which  prevent  one  from  dismissing  social  supports  as 
irrelevant  to  the  adjustment  process.  However,  the  results  reported  here  sug¬ 
gest  that  they  do  not  serve  as  primary  determinants  of  depression/anxiety o  The 
current  analysis  is  not  sufficient  to  dismiss  the  possibility  that  social  sup¬ 
ports  mitigate  the  effect  of  stress  on  health  status  or  psychological  wellbeing. 

One  final  point  concerns  the  lack  of  a  strong  correlation  between  the 
physicians*  ratings  of  functional  class  and  the  patients*  own  functional  class 
ratings.  It  is  important  to  note  that  in  general  the  patients  in  this  sample 
rate  themselves  as  more  functionally  impaired  than  do  their  physicians.  In 
addition,  this  self-rating  of  functional  impairment  is  more  strongly  correlated 
with  other  measures  of  health  status  than  is  ARA  functional  class.  Additional 
work  is  needed  in  order  to  clarify  exactly  what  functional  class  measures  and 
how  it  may  be  used  as  an  estimator  of  outcome  in  treatment. 

These  results  demonstrate  the  value  of  more  subjective  measures  of  health 
status  and  impairment  among  rheumatology  patients.  More  standard  measures  of 
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the  severity  of  disease  or  the  effects  of  treatment  either  take  the  desired 
behavior  out  of  context  (e.g.,  measures  of  grip  strength),  or  apply  a  method 
of  assessment  which  is  removed  from  the  patients  subjective  experiences  of 
discomfort  or  loss  of  function  (e.g.,  joint  counts).  This  is  not  to  disparge 
the  use  of  such  measures  in  medical  assessment  but  rather  to  suggest  an  ad¬ 
ditional  approach  which  will  complement,  not  replace,  existing  techniques. 

Self-administered  questionnaires  are  easy  to  administer  in  a  clinical 
situation.  They  are  also  relatively  easy  to  analyze  on  a  case-by-case  basis. 
Computers  make  possible  the  development  of  fairly  large  data  sets  which  can  be 
used  to  analyze  data  from  a  sample  of  patients  and  monitor  changes  in  the 
measures  over  time.  The  measures  developed  and  presented  in  this  paper  are  a 
relatively  unobtrusive  means  to  obtain  clinically  useful  information  from 
patients.  Such  measures  may  help  to  improve  the  outcome  of  treatment. 
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APPENDIX:  SPARC  QUESTIONS 


PATIENT  HEALTH  RATING: 

Many  people  experience  changes  in  their  health  from  one  day  to  the  next. 
In  general,  how  would  you  rate  your  own  health  compared  to  most  people? 
Would  you  say  you  are:  (1)  more  healthy  than  most  people,  (2)  about 
the  same  as  most  people,  (3)  less  healthy  than  most  people,  or,  (4) 
can't  tell? 


DISEASE  ADJUSTMENT  RATING: 


(INSTRUCTIONS  TO  PHYSICIANS)  For  each  patient,  please  rate  the  patients' 
current  ability  to  modify  his  daily  activities  to  a  level  appropriate  to 
his  illness. 


(1)  EXCELLENT 


(2)  GOOD 


(3)  FAIR 


(4)  POOR 


Patient  able  to  modify  leisure  and  work 
activities.  Maintains  daily  exercise 
as  recommended,  restricts  activities 
when  appropriate. 

Patient  modifies  leisure  and  work  activities 
in  a  fairly  consistent  manner.  Occasionally 
engages  in  too  much  or  too  little  acitvity, 
with  few  therapeutic  consequences. 

Patient  has  difficulty  modifying  his  style 
of  life  appropriately.  Frequently  engages 
in  too  little  or  too  much  activity  with 
noticeable  consequences  for  his  health. 

Patient  has  made  little  or  no  change  in 
daily  routines  appropriate  to  his  illness; 

OR  patient  does  not  maintain  level  of 
activity  and  exercise  recommended  for  his 
condition. 
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WOMEN  WITH  SPINAL  CORD  INJURY: 

SEX  ROLE  ATTITUDES  AND  ROLE  REORGANIZATION 


Emily  B .  BonvTlch 

Spinal  cord  injury  represents  one  of  the  most  severe  forms  of  stress  in 
human  experience.  Without  warning  or  preparation  an  accident  leaves  the  body 
paralyzed.  Suddenly  the  person  is  dependent  on  others  for  routine  bodily  func¬ 
tions  and  must  slowly  and  painfully  relearn  the  simplest  of  physical  movements. 

New  skills  must  be  acquired  to  compensate  for  those  that  have  been  lost  forever. 
Self  image  will  be  radically  changed,  intimate  relationships  may  be  strained  be¬ 
yond  endurance,  and  long-standing  social  roles  may  be  impossible  to  maintain. 

Studies  of  the  psychosocial  consequences  of  spinal  cord  injury  have  focused 
primarily  upon  the  needs  and  problems  of  men.  This  is  partly  because  the  injury 
far  more  often  occurs  to  men  (in  a  ratio  of  over  four  to  one) ,  but  it  is  also 
because  of  the  widespread  belief  that  women  in  general  adjust  better  to  physical 
disability  than  do  men.  For  example,  it  has  long  been  thought  that  women* s  roles 
in  society  are  not  as  severely  limited  by  the  wheelchair  as  are  men’s  roles.  The 
traditional  view  of  sex  roles  holds  that  dependency  and  passivity  are  more  natural 
for  females  than  for  males.  A  woman,  even  if  disability  requires  that  she  use  a 
wheelchair,  can  still  manage  a  household,  direct  others  in  household  tasks,  pro¬ 
vide  emotional  support  to  a  family,  and  function  sexually  in  a  "relatively  passive" 
manner.  Such  traditionally  female  role  activities,  though  they  require  more 
effort  after  spinal  cord  injury,  can  still  be  performed  in  a  way  that  conforms 
to  society’s  expectations  because  they  are  primarily  expressive.  Men,  on  the 
other  hand,  traditionally  have  been  expected  to  perform  instrumental  roles,  ones 
which  required  strength,  physical  activity,  manipulation,  and  mobility  in  the 
world  outside  the  home.  They  are  also  expected  to  be  aggressive  in  the  act  of 
sex.  Because  spinal  cord  injury  makes  some  of  these  activities  impossible  and 
seriously  impedes  others,  it  is  felt  that  male  self  esteem  and  sex  role  identity 
are  seriously  threatened  (Christopherson,  1968).  If  it  is  true  that  women  can 
more  comfortably  accept  dependence  upon  parents  or  husband  because  society  does 
not  expect  much  more  of  them,  then  they  have  less  need  to  be  mobile  outside  the 
home  in  order  to  fulfill  their  destinies  and  find  personal  satisfaction.  If  wo¬ 
men’s  roles  are  expected  to  be  primarily  supportive  or  "expressive",  then  they 
'  can  more  easily  be  performed  despite  limits  on  physical  mobility  caused  by  spinal 
cord  injury  than  can  masculine,  aggressive,  "instrumental"  roles.  Such  were  the 


89 


conclusions  of  studies  appearing  in  the  literature  of  ten  to  twenty  years  ago 
(Deutsch  and  Goldston,  1960;  Weiss  and  Diamond,  1966;  Fink,  Skipper,  and  Hallen- 
beck,  1968). 

Despite  broad,  societal  changes  in  beliefs  and  values  regarding  the  roles 
of  women,  despite  the  double  standard  of  physical  attractiveness  that  has  existed 
since  ancient  times,  despite  the  overwhelming  evidence  that  women  experience 
more  physical  and  mental  ill  health  than  men  (the  latter  often  attributed  to 
the  greater  strains  inherent  in  their  social  role  obligations) ,  such  beliefs 
continue  to  circulate  in  rehabilitation  literature  (cf.  Levitt,  1980).  To  the 
extent  that  they  are  incorrect  or  misleading,  they  may  seriously  interfere  with 
the  provision  of  appropriate  services  to  patients. 

The  critical  fact  is  that  there  is  a  scarcity  of  empirical  data  on  the 

effects  of  spinal  cord  injury  on  the  lives  of  womeno  Spinal  cord  injured  women 

attempting  to  rebuild  their  lives  after  their  injuries  may  well  be  caught  in  a 

double  bind.  If  they  are  women  who  characteristically  play  the  independent 

assertive  roles  advocated  by  the  women *s  movement,  after  spinal  cord  injury  a 

monumental  struggle  to  regain  independence  and  control  over  their  lives  must 

begin.  Obstacles  to  be  overcome  in  terms  of  employment,  mobility  and  financial 

self  sufficiency  are  no  less  imposing  than  those  which  are  faced  by  men.  In 

fact,  women  may  have  to  overcome  sex  discrimination  in  addition  to  prejudice 

•fc 

against  the  handicapped. 

On  the  other  side  of  the  coin  are  women’s  traditional  roles  referred  to  in 
the  literature — emotionally  expressive,  dependent,  and  nurturant.  Is  it  really 
logical  to  perceive  women  whose  roles  fit  this  pattern  as  having  an  easier  time 
than  men  in  adjusting  to  spinal  cord  injury?  On  the  contrary.  For  women  with 
traditional  values,  the  double  standard  of  attractiveness  and  social  desira¬ 
bility  imposed  by  society  can  be  especially  cruel.  A  psychiatrist  deploring  the 
fate  of  "the  unattractive  woman  observed  that  men  do  not  have  to  be  physically 
attractive  to  succeed  in  life  because  they  are  judged  as  much  on  personality, 
intelligence,  and  achievement  as  on  conformity  to  standards  of  physical  perfec¬ 
tion  (Seidenberg,  1973).  Men  have  imposed  standards  of  social  worth  on  females 
that  they  do  not  apply  to  themselves.  Unfortunately,  many  women  accept  these 


Deegan  (1981)  effectively  argued  that  disabled  women  are  members  of  a 
"multiple  minority  group"  in  that  their  two  socially  devalued  statuses — that 
of  being  disabled  and  that  of  being  female — interact  to  place  them  in  a  doubly 
disadvantaged  position. 
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standards  as  their  own  and  evaluate  themselves  as  well  as  other  females  in 
terms  of  current  "body  beautiful"  norms. 

Fine  and  Asch  (1981)  cited  research  showing  that  disabled  women  are  more 
likely  to  be  deserted  by  their  spouses  after  injury  than  are  disabled  men. 

Disabled  women  are  also  less  likely  to  marry  than  are  able  bodied  women,  per¬ 
haps,  according  to  Fine  and  Asch,  because  they  are  assiimed  to  be  inappropriate 
mothers  or  sex  objects,  A  woman  aware  of  such  prejudices  will  almost  certainly 
have  difficulty  reconciling  her  self  image  after  disability  with  traditional 
concepts  of  femininity.  One  could  speculate  that  spinal  cord  injured  women  who 
recognize  this  double  bind  would  change  their  definition  of  their  roles  as  a 
part  of  the  process  of  adjustment.  Not  only  are  major  role  changes  likely  to 
be  imposed  on  women  without  their  volition  as  a  consequence  of  the  injury,  but 
women  may  actively  seek  and  bring  about  such  changes  as  a  coping  mechanism. 

The  purpose  of  this  paper  is  to  report  some  findings  from  an  exploratory 
study  of  changes  in  role  and  feminine  self  concept  among  spinal  cord  injured 
women  from  a  predominately  rural  culture.  It  was  felt  that  information  about 
rural  spinal  cord  injured  women  was  needed  to  supplement  that  which  had  been 
obtained  from  interviews  with  well  educated  urban  samples,  (Fitting,  et.al., 

1978;  Bregman  and  Hadley,  1976;  Becker,  1978)  and  to  identify  issues  of  female 
self  perception,  relationships,  and  roles  which  had  hitherto  been  neglected. 

Data  were  primarily  qualitative,  obtained  in  informal  semistructured  inter¬ 
views  with  36  spinal  cord  injured  women  who  were  from  one  to  26  years  post 
injury.  Role  reorganization  was  assessed  by  a  series  of  open  ended  questions 
asking  the  respondent  to  compare  her  major  life  roles  before  the  injury  with 
those  she  performed  after  the  injury.  (Also  explored  were  feelings  about  self, 
femininity,  sexuality,  problems  of  marital  and  other  partner  relationships,  the 
family  and  community  involvement.)  Sex  role  attitudes  were  assessed  by  means  of 
a  quantitative  measure,  the  Brogan-Kutner  Sex  Role  Orientation  Scale  (Brogan 
and  Kutner,  1976) .  The  scale  contains  36  statements  expressing  beliefs  and 
values  regarding  appropriate  roles  for  men  and  women  in  society,  division  of 
labor  in  marriage,  child  rearing,  social  power  structure,  and  occupational  choice. 
The  respondent  indicates  the  extent  of  her  agreement  or  disagreement  with  each 
statement  on  a  Likert  scale.  Scores  are  then  summed  to  produce  an  overall  Sex 
Role  Orientation  (SRO)  Score,  which  enables  differentiation  among  individuals 
with  relatively  traditional  attitudes  and  those  with  relatively  non-traditional 
or  "liberated"  attitudes. 
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Results 

The  ages  of  the  women  interviewed  ranged  from  19  to  69  years.  Eleven 
women  had  not  completed  high  school,  14  were  high  school  graduates,  6  had 
attended  one  or  two  years  of  college,  and  five  had  college  degrees  or  post 
graduate  education.  Fifteen  women  were  single  (had  never  been  married),  12 
women  were  married  (two  of  these  were  not  living  with  their  husbands) ,  seven 
women  were  divorced,  one  was  widowed,  and  one  reported  her  status  as  separated. 
Seventeen  of  the  women  were  mothers;  three  had  borne  children  after  the  injury. 
Fifteen  (42%)  women  were  paraplegic,  14  (39%)  were  quadriplegic,  and  seven  (18%) 
had  been  paralyzed,  but  had  recovered  the  ability  to  walk,  despite  some  residual 
motor  and  sensory  impairment. 

Many  of  the  women  we  interviewed  had  experienced  lasting  role  changes  as 
a  result  of  their  injuries.  The  kinds  of  changes  they  reported  are  listed  in 
Table  1  and  will  be  discussed  in  more  detail  below. 

Table  1:  ROLE  REORGANIZATION  ATTRIBUTED  BY  SUBJECTS  TO  INJURY 

Number  of 
Women 


Lost  Husband  or  Lover  15 
Lost  Custody  of  Children  5 
Gave  up  Plans  to  Have  Children  8 
Lost  Abilities  to  Work  at  Valued  Former  Occupation  9 
Multiple  Valued  Role  Losses  9 


Gained  Education  5 

Gained  Career  Opportunity  5 

Gained  Financial  Independence  Through  Aid  to 

Disabled  4 

Gained  New  Husband  or  Long-term  Relationship  2 

Mulitple  Role  Gains .   ,  ;  ,  4 


One  of  the  most  serious  blows  to  the  self  is  the  loss  of  a  loved  person 
(Jacobs  and  Ostfeld,  1977),  and  when  a  primary  relationship  is  broken  an  im¬ 
portant  social  role  is  lost  as  well.  Twenty-nine  of  the  women  interviewed 
were  married  or  were  involved  in  a  serious  romantic  relationship  when  their 
injury  occurred.  Of  these  intense  primary  relationships  15,  or  over  half, 
were  dissolved,  in  the  view  of  the  respondents,  because  of  the  injury.  Seven 
women  stated  that  their  marriages  were  destroyed  because  of  the  injury — even 


92 


they  themselves  precipitated  the  separation — for  reasons  like:  "because  he 
couldn^t  take  it",  "I  know  he  wanted  out",  "he  didn’t  want  a  cripple".  One 
woman  said: 

He  acted  like  he  didn’t  want  to  be  bothered  when  I  had 
to  ask  him  for  help.  He  hated  to  have  me  dependent  on 
him.  He  wanted  to  be  the  strong  one  in  the  marriage. 

The  other  eight  women  also  reported  that  a  significant  love  relationship  was 
lost.  One  woman  still  lives  with  her  boyfriend,  but  their  planned  marriage 
was  called  off  and  she  stated  that  she  won’t  marry  as  long  as  she  must  be  in 
a  wheelchair.  Three  women,  now  walking  and  whose  relationships  have  remained 
intact,  volunteered  the  information  that  they  never  would  have  agreed  to  marry 
their  husbands  or  remained  in  their  marriages  if  they  had  not  eventually  re¬ 
gained  the  ability  to  walk.  Women  often  seemed  to  feel  that  they  had  no  right 
to  keep  an  abled  bodied  man  "tied  down"  to  a  woman  in  a  wheelchair.  "It  would 
not  be  fair"  said  one  respondent.  Some  women,  too,  seemed  unwilling  to  remain 
physically  and  emotionally  dependent  on  a  man,  and  thereby  be  vulnerable  to  his 
rejection.  If  they  were  first  to  reject  a  partner  or  potential  partner  then 
they  would  protect  themselves  from  the  inevitable  hurt.  As  one  woman  revealed: 

I  broke  off  the  engagements  (I  think  he  was  secretly 
relieved.)  He  was  afraid  of  hurting  me  sexually.  His 
passion  was  so  strong  he  was  not  sure  he  could  be  faith¬ 
fuls  I  was  afraid  I  would  be  jealous  and  insecure  as 
the  years  went  by.  If  I  put  all  my  eggs  in  one  basket 
— marriage — I  would  be  overly  vulnerable  to  someone  else 
taking  him  away. 

After  the  experience  of  breaking  off  an  intimate  romantic  relationship 
several  women  repudiated  the  possibility  of  any  such  relationship  for  them¬ 
selves  in  the  future  which  would  make  them  dependent,  speaking  of  not  wanting 
to  ever  need  a  man  again.  For  some  it  involved  struggling  to  overcome  sexual 
impulses  as  well  as  feelings  of  weakness  and  loneliness.  Other  women  went  on 
to  have  several  new  relationships  while  at  the  same  time  trying  to  develop  new 
strength  and  independence  in  themselves.  After  these  positive  experiences,  they 
were  able  to  view  the  loss  of  the  lover  or  husband  they  were  with  at  the  time 
of  the  injury  as  "good  riddance"  of  a  mate  who  was  never  worthy  of  them  in  the 
first  place. 

Another  painful  loss  occurred  for  some  women  when  they  gave  up  the  maternal 
role.  Of  17  women  who  had  children  at  the  time  of  the  injury,  five  relinquished 
custody  of  their  children  because  they  could  not  take  care  of  them.  In  three 
cases  the  husband  took  the  children  away  at  the  time  of  separation.  Eight 
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childless  women  said  the  injury  forced  them  to  give  up  their  plans  to  have 
children,  not  for  medical  reasons,  but  because  physical  and  financial  limi¬ 
tations  would  make  it  too  difficult  to  care  for  children, especially  when  small. 
Another  married  woman  said  that  she  wanted  children  but  had  none  because  she 
and  her  husband  discontinued  sexual  relations  after  her  injury  due  to  her  loss  of 
sensation  during  intercourse. 

For  a  person  who  has  been  a  member  of  the  work  force,  with  regular  paid 
employment  outside  the  home,  discontinuing  work  activity  represents  a  very 
real  role  loss.  For  spinal  cord  injured  women,  employment  options  are  few  just 
as  they  are  for  men.  Not  only  are  job  opportunities  limited  in  the  small  towns 
where  most  of  our  subjects  live,  but  the  small  communities  usually  lag  behind  in 
providing  accessibility  in  the  work  place,  in  public  facilities,  and  transpor¬ 
tation.  All  but  five  of  the  women  in  this  study  had  worked  before  injury  and 
21  were  fully  self  supporting.  Only  eight  are  working  full  time  now.  Employ¬ 
ment  provides  not  only  income  but  also  social  contacts  and  structure  to  daily 
life.  Loss  of  the  work  role  might  be  expected  to  have  negative  effects  on  self 
esteem  and  life  satisfaction.  On  the  whole,  however,  our  interview  subjects  did 
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not  perceive  these  losses  as  major  problems.  Nine  women  did  state  that  they 
would  like  very  much  to  find  employment,  but  were  hampered  by  the  lack  of  op¬ 
portunity  and  transportation  in  their  home  towns.  It  is  likely  that  many  of 
the  women  in  our  study  who  worked  before  injury  did  so  to  supplement  the  family 
income  rather  than  to  pursue  a  lifetime  career,  and  thus  did  not  consider  the 
loss  of  this  particular  role  as  the  most  distressing. 

Although  over  half  of  the  women  who  were  in  an  intimate  relationship  at 
the  time  of  injury  lost  that  loved  person,  when  asked  what  they  "missed  most" 
since  the  injury,  loss  of  a  relationship  was  seldom  named.  None  of  the  women 
stated  that  sexual  activity  was  the  thing  they  missed  most.  As  found  in  inter¬ 
views  with  spinal  cord  injured  men  (Hansen  and  Franklin,  1976),  our  respondents 
usually  named  physical  activities  they  could  no  longer  perform, — walking,  sports, 
running, — and  general  freedom  of  mobility  as  things  they  missed  most.  Physical 


Kutner  and  Kutner  (1979)  studied  losses  attributed  to  disability  by 
patients  hospitalized  with  a  variety  of  disabling  conditions.  The  38  women 
in  their  sample,  as  did  the  men  interviewed,  stated  they  most  missed  "ability 
to  work  at  job  or  housework".  Many  of  the  Kutners’  subjects  differed  from  ours 
in  cultural  and  racial  characteristics,  on  disability  type,  and  probably  on 
age  as  well.  These  factors  may  explain  the  different  findings. 
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limitations  seemed  to  be  the  most  salient  consequence  of  the  injury,  a  fact 
which  is  not  surprising  in  light  of  the  extent  to  which  physical  limitations 
affect  other  aspects  of  life.  However,  since  many  women  had  expressed  bitter¬ 
ness,  heartache  and  sadness  earlier  in  the  interview  as  they  described  dis¬ 
turbed  relationships,  it  is  evident  they  were  deeply  felt  losses. 

Loss,  whether  of  relationships  and  obligations,  familiar  routines,  or 
important  gratifications,  severely  strains  the  individual’s  psychological  coping 
resources.  Our  interviews  revealed  how  frequently,  for  women,  other  losses 
compounded  the  supreme  insult  of  spinal  cord  injury.  Not  just  one  but  many 
events  conspired  to  produce  stress  and  required  readjustment.  It  is  remarkable 
that  most  women  appeared  reasonably  successful  in  the  coping  tasks  which  con¬ 
fronted  them. 

Twelve  of  our  interview  subjects  were  able  to  identify  major  positive 
changes  which  had  taken  place  in  their  lives  as  a  result  of  the  injury.  Des¬ 
pite  having  lost  important  roles  and  relationships,  new  roles  had  been  acquired 
which  became  the  focus  of  their  self-identities.  It  is  as  if  the  spinal  cord 
injury  had  a  shattering  effect  on  a  woman’s  traditional  role  expectations  for 
herself  and  provided  the  stimulus  for  liberation  from  constraints  imposed  by 
feminine  sex  role  stereotypes.  A  typical  quote  is:  ”What  my  body  can  do  is 
limited  since  the  spinal  cord  injury  but  my  spirit  is  freer  now,”  When  such  a 
positive  role  reorganization  occurred  it  had  two  consequences:  First,  the  woman 
was  performing  roles  which  she  never  had  imagined  for  herself  before  the  injury 
and  that  in  her  opinion  would  have  been  highly  unlikely  in  her  former  social 
and  cultural  setting.  (Because  they  occurred  after  her  injury  and  were  attri¬ 
buted  to  the  injury  they  can  be  conceptualized  as  "role  gains.")  Second,  these 
women  had  greatly  increased  self  esteem,  partly  as  a  result  of  having  mastered 
demanding  new  roles  (often  of  a  higher  status)  and  partly  as  a  result  of  having 
overcome  formidable  obstacles  to  do  so.  As  Skipper  and  his  colleagues  (1968) 
noted,  coping  with  the  hardships  of  disability  may  indeed  be  a  self-actualizing 
process. 

Such  positive  changes  in  self  concept  could  be  related  to  traditional  norms 
of  feminity,  attractiveness,  and  sexuality.  Some  women  in  the  group  with  positive 
new  roles  did  not  think  that  their  images  of  themselves  as  women  had  greatly 
changed.  Their  expression  of  sexuality  was  essentially  the  same  as  it  had  been 
before,  in  its  importance  in  their  lives  and  in  the  degree  of  p'leasure  it  af¬ 
forded.  They  rated  themselves  as  about  as  attractive  now  as  before  the  injury 
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and  their  efforts  to  enhance  their  physical  appearance  had  not  changed.  That  is, 
their  use  of  makeup  and  attention  to  hair  style  and  clothing  after  the  injury  was 
similar  to  their  custom  before  the  injury.  Other  women  considered  themselves  more 
attractive  as  women  than  they  were  before  their  spinal  cord  injury.  These  women 
often  said  that  they  now  had  different  ideas  about  what  a  woman’s  role  should  be, 
giving  less  importance  to  conventional  wife-mother  roles  and  "man  pleasing"  at¬ 
tributes  than  to  their  own  self  actualization  and  accomplishments.  All  women  with 
positive  role  reorganization  identified  changes  in  themselves  of  the  sort  commonly 
referred  to  as  "character."  For  instance,  they  were  likely  to  say  that  they  now 
have  "more  inner  strength,"  more  "guts;"  they  have  a  better  ability  to  get  along 
with  people  because  they  are  more  compassionate;  they  are  broader  in  outlook  and 
more  tolerant  than  before »  A  frequent  remark  was,  "I  like  myself  better  now  than 
I  did  before  I  was  hurt."  Taken  as  a  whole,  the  twelve  women  who  reported  posi¬ 
tive  role  reorganization  were  less  traditional  in  sex  role  attitudes  than  the  rest 
of  the  sample.  This  was  indicated  by  the  higher  mean  score  of  this  group  on  the 
Sex  Role  Orientation  Scale  (Table  3) .  Women  who  reported  that  they  definitely  had 
developed  a  more  positive  feminine  self  concept  since  the  injury  also  appeared  to 
have  less  traditional  attitudes  (Table  2) . 


Table  2.  CHANGE  IN  FEMININE  SELF  CONCEPT  AND 
SEX  ROLE  ORIENTATION  SCORE 


Change  in 

Self  Concept 

N 

Mean  ^ 

SRO  Score 

No  Change 

16 

163.8 

More  Positive 

6 

176.3 

Less  Positive 

13 

167.6 

Total 

35 

The  higher  the  sex  role  orientation  score,  the  more  nontraditional  the  attitudes 
toward  women’s  roles. 


Table  3. 

ROLE  REORGANIZATION  AND 

SEX  ROLE  ORIENTATION  SCORE 

N 

Mean  SRO  Score 

One  or 

More  New  Roles 

12 

172.8 

No  New 

Roles 

23 

164.7 
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Several  women  from  rural  communities  reported  that  it  was  rehabilitation 
counseling  while  they  were  hospitalized  which  had  opened  new  horizons  to  them. 

Had  the  spinal  cord  injury  not  occurred,  and  had  they  not  received  comprehen¬ 
sive  rehabilitation  services  in  a  major  center,  they  would  have  aspired  to 
little  beyond  marriage  and  motherhood  roles.  "I  would  have  been  a  farm  wife 
with  12  kids"  stated  one  woman  who  obtained  a  college  degree  and  professional 
certification  after  her  injury.  She  believes  that  she  probably  will  eventually 
marry — she  has  refused  two  proposals  since  her  injury — but  she  feels  no  pressure 
to  be  married  in  order  to  fulfill  a  female  role.  Her  professional  role  provides 
the  independent  income,  travel  opportunities,  and  social  contacts  she  might 
not  have  had  otherwise.  Five  women  in  this  group  were  receiving  Department  of 
Vocational  Rehabilitation  support  to  attend  college  or  technical  training  schools 
at  the  time  they  were  interviewed. 

Over  half  of  the  subjects  were  receiving  some  form  of  insurance  compen¬ 
sation  or  assistance  for  the  disabled.  For  four  women^  this  check  was  their 
first  experience  with  money  to  spend  at  their  own  discretion  and  they  considered 
that  they  had  thereby  gained  a  measure  of  independence.  For  others,  the  assis¬ 
tance  check  was  only  a  partial  substitute  for  their  own  eamiings  or  support 
from  their  husbands  prior  to  the  injury,  and  thus  could  not  be  considered  as 
contributing  to  a  positive  role  change  or  improvement  in  status  of  any  kind. 

During  the  interviews  the  subjects  were  asked  what  one  thing  they  liked 
best  about  themselves  now  compared  with  before  the  injury.  Traits  the  women 
named  fell  into  four  categories:  traits  related  to  independence  and  autonomy, 
such  as  "I  am  a  strong  person;"  traits  related  to  successful  interpersonal  re¬ 
lationships,  (I  am  more  outgoing  now — I  like  people  more");  traits  related  to 
a  traditional  nurturant  role  ("I  am  a  good  mother") ,  and  a  miscellaneous  cate¬ 
gory.  The  women  who  named  nurturant  traits  had  a  markedly  lower  mean  sex  role 
orientation  score,  indicating  that  they  were  likely  to  have  traditional  attitudes. 
Those  who  named  traits  related  to  independence  and  interpersonal  relationships 
were  more  nontraditional  (Table  4) . 
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Table  4: 

TRAITS 

AND 

SUBJECTS  LIKED  BEST  ABOUT  THEMSELVES 
SEX  ROLE  ORIENTATION  SCORE 

Best  Self 

N . 

Mean 

SRO  Score 

Independence 

13 

183.8 

Relational 

10 

184.2 

Nurturance 

10 

129.8 

Other 

2 

166.5 

Total 

35 

Discussion 

Traditional  sex  role  stereotypes  place  a  negative  value  on  many  traits  be¬ 
lieved  to  be  typical  of  females.  The  stereotypes  promote  belief  in  the  inferior 
competence  of  women  and  limit  the  social  role  choices  available  as  a  means  to 
fulfillment  of  individual  needs  and  capacities.  A  basic  tenent  of  the  women’s 
movement  is  that  non-traditional  sex  role  attitudes  have  beneficial  effects  on 
the  lives  of  women  (and  men)  in  many  circumstances.  This  perspective  has  been 
the  foundation  of  consciousness  raising  efforts,  organization  of  female  support 
groups,  assertiveness  training  and  many  other  activities  directed  toward  atti¬ 
tude  and  behavior  change.  Although  these  values  have  become  incorporated  into 
the  ideology  of  helping  professions,  it  is  difficult  to  find  empirical  research 
to  support  them. 

Felton  and  her  associates  (1980)  concluded  from  a  study  of  women  and  men 
undergoing  marital  counseling  that  nontraditional  sex  role  attitudes  were  a 
coping  resource  for  women  in  these  circumstances  because  they  reduced  distress 
in  response  to  marital  difficulties.  As  we  have  seen,  spinal  cord  injury  often 
results  in  the  loss  of  former  roles  for  women.  In  order  to  adjust,  women  may 
need  to  assume  new  roles  that  do  not  fall  within  stereotyped  sex  role  patterns. 
Nontraditional  sex  role  attitudes  provide  increased  psychological  flexibility 
and  freedom  of  choice  with  regard  to  new  roles.  A  woman  need  not  feel  a  sense 
of  failure  and  guilt  at  being  unable  or  unwilling  to  meet  the  requirements  of 
traditional  feminine  roles.  Other  potential  sources  of  self  esteem  become 
viable  alternatives. 

Deegan  (1981)  pointed  out  in  her  discussion  of  disabled  women  as  members 
of  a  multiple  minority  group  that  being  twice  discriminated  against  can  have 
positive  interaction  effects.  For  example,  being  considered  outside  of  sexual 
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or  occupational  competition  provides  a  certain  freedom  from  conventional  ex¬ 
pectations  for  behavior.  Disabled  women  sometimes  find  a  degree  of  acceptance 
with  other  women  and  with  men  that  is  partly  a  result  of  their  being  perceived 
as  non- threatening.  They  may  also  be  more  free  to  pursue  individual  goals 
without  the  constraints  of  conformity  to  restrictive  sex-role  standards.  The 
presence  of  nontraditional  sex  role  attitudes  and  values  would  appear,  from  the 
reports  of  women  in  this  study,  to  be  a  major  factor  in  enabling  women  to  capi¬ 
talize  on  their  individual  strengths,  to  increase  their  self  esteem,  and  to 
learn  new  roles. 

If  these  values  were  acquired  during  the  rehabilitation  process,  there  ara 
important  implications  for  the  professions  working  with  assertiveness  training 
and  other  behavior  change  methods.  In  helping  any  spinal  cord  injured  person 
through  the  rehabilitation  process  all  possible  coping  resources  must  be 
strengthened.  Since  nontraditional  sex  role  attitudes  may  be  a  particularly 
effective  psychological  coping  resource  for  women,  they  should  be  provided  with 
opportunities  to  explore  nontraditional  roles  for  themselves  and  to  develop 
nontraditional  sources  of  self  esteem.  At  the  same  time,  women  whose  self 
concepts  are  deeply  rooted  in  traditional  female  roles  need  to  be  provided  with 
emotional  support  and  understanding  when  they  experience  conflicts  between 
their  habit  of  dependence  and  the  rehabilitation  institution's  demand  that  they 
work  toward  greater  independence. 

It  cannot  be  determined  conclusively  from  a  study  of  this  design,  which 
depends  on  subjects*  self  reports  of  past  and  present  attitudes,  that  women 
who  seize  the  lemon  life  has  handed  them  and  "make  lemonade"  were  less  conserva¬ 
tive  and  traditional  before  the  disaster  struck  or  whether,  as  they  gradually 
developed  strengths  and  broader  experiences,  they  changed  in  that  direction, 

A  longitudinal  study  of  sex  role  attitudes  from  shortly  after  injury  through 
long  term  follow-up  has  begun  in  order  to  provide  such  information.  The  func¬ 
tion  of  nontraditional  sex  role  attitudes  as  a  coping  resource  is  being  evalu¬ 
ated  through  the  use  of  a  scale  which  measures  psychological  distress.  So  far, 
our  exploratory  study  has  demonstrated  that  traumatic  spinal  cord  injury  re¬ 
presents  an  overwhelming  attack  on  the  pattern  of  a  woman’s  life,  just  as  it 
does  on  a  man’s.  Because  the  role  strains  are  different  for  women,  they  are  no 
less  desetving  of  efforts  to  understand  them  and  to  provide  the  appropriate 
assistance. 
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CHAPTER  III 

"Interactions  Between  Impaired  and  Non-Impaired  Persons" 

Much  of  the  professional,  clinical  and  academic  literature  on  chronic 
illness,  impairment  and  disability  is  replete  with  references  to  "deficit 
explanations"  of  problems  confronted  by  handicapped  persons.  These  deficit 
accounts  of  disabilities  share  a  number  of  assumptions.  First,  they  tend  to 
focus  on  the  handicapped  individual  as  the  source  of  trouble.  To  the  extent 
that  disabled  persons  are  different  from  non-handicapped  persons  in  appearance 
or  activity  performance,  this  difference  may  become  the  ground  for  making  ne¬ 
gative  social  evaluations  about  handicapped  people.  Stigma,  or  deviance 
designation,  is  ascribed  to  persons  with  disabilities  (Goffman,  1963).  De¬ 
viance  is  viewed  as  inherent  in  and  an  attribute  of  the  individual.  Secondly, 
these  deficit  accounts  of  disability  turn  our  attention  away  from  interactional 
factors  which  determine  the  social  meanings  attached  to  chronic  illness,  impair¬ 
ment  and  disability.  Disabilities  are  taken  as  non-problematic,  objectively 
given  forms  of  deviance.  Social  definitions  of  deviance  and  normality  created 
by  rules  affecting  handicapped  persons,  in  face-to-face  interactions  and  by 
organizations  managing  disabilities  persons  often  escape  scrutiny  (Schur,  1971). 

In  the  three  selections  which  follow,  the  organizing  theme  is  that  any 
sociologically  informed  analysis  of  chronic  illness,  impairment  and  disability 
must  necessarily  be  an  account  of  interactions  between  impaired  and  non-impaired 
persons.  These  works  reveal  how  interactions  between  impaired  and  non-impaired 
persons  have  implications  for  power  relations  and  social  definitions  of  deviance 
and  normality. 

Lidz,  Meisel  and  Munetz  discuss  determinants  of  participation  of  chronically 
ill  patients  in  their  medical  treatment  decisions.  Their  analysis  explores 
power  relations  between  physicians  and  patients  and  the  article  makes  proposals 
for  changes  in  medical  policy.  Vogelstein  and  Goldstein  delineate  the  issues 
which  emerge  for  therapists  when  they  counsel  handicapped  clients.  The  focus  is 
placed  squarely  on  the  therapist.  How  does  the  therapist  react  to  a  handicapped 
client?  What  fears  or  prejudices  may  emerge? 

In  her  discussion  of  interactions  between  deaf  and  hearing  persons,  Quellette 
examines  non-verbal  communication  strategies  in  a  laboratory  setting.  A  number 
of  im.portant  insights  are  drawn  from  the  clever,  innovative  research  design  which 
has  implications  for  how  social  evaluations  are  generated  when  deaf  and  hearing 
persons  must  communicate  in  the  social  world. 


References 


Goff man,  E. 

1963  Stigma  Englewood  Cliffs,  NJ :  Prentice-Hall. 

Shur ,  E . 

1971  Labeling  Deviant  Behavior  Englewood  Cliffs,  NJ :  Prentice-Hall. 


102 


CHRONIC  DISEASE  AND  PATIENT  PARTICIPATION  IN  TREATMENT 

Charles  W.  Lidz,  Ph.D. 

Alan  Meisel,  J.D. 

Mark  Munetz,  M.D. 

We  are  accustomed  to  think  of  those  with  chronic  diseases  as  handicapped 
or  impaired  by  their  disease.  Certainly  it  is  difficult  to  become  President 
of  General  Motors  or  a  Nobel  Laureate  in  physics  if  one  has  muscular  dystrophy 
and  cannot  get  out  of  a  wheelchair.  On  a  more  mundane  level,  if  one  must  spend 
12  hours  a  week  getting  kidney  dialysis  or  cannot  walk  more  than  a  few  blocks 
at  a  time  because  of  cardiomyopathy,  one  is  limited  in  a  number  of  serious  ways 
from  participating  in  a  normal  life.  Moreover,  social  scientists  have  re¬ 
peatedly  found  that  chronic  diseases  are  often  stigmatizing  and  limit  the  indi¬ 
vidual’s  participation  in  social  life  every  bit  as  much  as  the  physical  handicap,^ 
Yet  what  is  a  handicap  in  dealing  with  some  problems  may  turn  out  to  sub¬ 
stantially  improve  performance  in  dealing  with  others.  Being  chronically  ill  is 
not  only  a  handicap  but  a  specialized  role  with  special  rights  and  responsibili¬ 
ties,  One  aspect  of  this  role  is  a  special  relationship  to  the  medical  care  system. 

For  a  number  of  years  now,  we  have  been  engaged  in-  studying  the  legal  and 
ethical  doctrine  of  informed  consent  in  medical  care.  What  this  doctrine  seeks 
to  do  is  promote  patient  participation  in  treatment  decision  making  by  requiring 
that  health  professionals  disclose  to  patients  the  information  necessary  to 

make  decisions  about  treatment.  In  theory  this  involves  the  nature,  purpose, 

2-4 

risks,  and  benefits  of,  and  alternatives  to,  treatment, 

A  large  body  of  literature  has  developed  in  the  last  few  years  that  shows 

that  patients  by  and  large  do  not  understand  what  they  are  told  about  these 
5-9 

treatments  and  a  smaller  body  of  literature  demonstrates  that  they,  are  not 

told  very  much  in  any  case.^^’^^  Yet,  in  a  recent  study  done  for  the  President's 

Commission  for  the  Study  of  Ethical  Issues  in  Medicine  and  Biomedical  and 

12 

Behavioral  Research,  we  found  some  reasons  to  be  much  less  skeptical  about 
the  goal  of  patient  participation  in  treatment  than  such  findings  would  lead 
us  to  expect.  While  it  is  true  that  we  also  saw  only  modest  disclosures  by 
staff  and  relatively  poor  understanding  on  the  part  of  most  patients,  we  also 
found  that  there  were  striking  differences  depending  on  the  situation  of  treat¬ 
ment  and  the  nature  of  the  patient's  disorder.  Most  striking  of  these  findings 
is  that,  as  a  group,  the  patients  with  chronic  diseases  did  much  better  than 
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those  with  acute  problems  that  they  expected  could  be  resolved  by  proper  treat¬ 
ment.  Surprisingly,  this  does  not  seem  to  be  simply  because  chronic  patients 
have  been  in  treatment  longer. 

Research  Methods  and  Setting 

The  research  was  primarily  based  on  a  "participant  observation"  methodology. 
We  view  this  as  a  general  research  strategy  that  employs  a  series  of  different 
methods  used  when  the  research  goal  is  to  gain  new  knowledge  about  the  everyday 
world.  Because  we  were  trying  to  learn  about  a  routine  part  of  hospital  life, 
we  followed  the  basic  outline  of  participant  observation  and  chose  the  method 
that,  in  any  given  situation,  least  affected  the  interaction  we  were  observing 
unobtrusively  before  participation  in  what  they  observed,  listened  to  others 
talk  in  preference  to  asking  questions,  and  asked  questions  in  conversational 
contexts  before  doing  structured  interviews.  However,  when  the  passive  proced¬ 
ure  would  not  yield  the  necessary  data,  the  observers  did  not  hesitate  to  use 
a  more  active  one. 

Two  observers  studied  two  inpatient  wards,  a  medical  cardiology  service 
and  a  surgical  service,  and  a  surgical  outpatient  clinic.  All  settings  were 
part  of  a  medical  school  affiliated  medical  center.  In  each  of  the  settings 
the  observers,  after  obtaining  the  cooperation  of  the  staff,  spent  a  couple  of 
days  observing  the  routine  procedures,  getting  to  know  the  staff  and  becoming  a 
routine  part  of  the  setting.  During  this  period  they  took  notes  only  sporadic¬ 
ally  and  concentrated  on  the  overall  ward  functioning.  After  this  period  the 
observers  began  systematically  to  focus  on  aspects  of  staff  and  patient  behavior 
related  to  the  treatment  decisionmaking  process  and  to  interview  patients  after 
each  decision,  using  a  semi-structured  interview  schedule. 

What  they  observed  varied  from  setting  to  setting.  In  outpatient  settings 
the  process  could  be  captured  by  observing  a  small  number  of  encounters  between 
patient  and  clinician.  However,  on  inpatient  wards,  decisions  were  sometimes 
made  over  a  period  of  several  days  or  even  weeks  and  involved  a  large  number  of 
people,  including  several  physicians,  nurses,  families,  and  the  patient.  The 
participant  observers  spent  many  days  on  the  ward,  doing  rounds  with  the  staff, 
observing  nurses  getting  forms  signed,  listening  to  patients  expressing  their 
concerns  and  worries,  and  talking  with  relatives. 

On  the  surgiqal  ward,  one  observer  began  with  morning  rounds  at  6:30  a.m. 
and  ended  after  afternoon  rounds.  The  other  observer  started  in  early  afternoon 
and  continued  until  the  nurses  took  the  consent  forms  around  to  be  signed  be- 
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tween  7  p.m.  and  9  p.m.  Both  observers  also  attended  the  outpatient  surgical 
clinic  on  the  two  half-days  each,  week  that  it  was  operating.  In  cardiology 
one  observer  was  assigned  to  each  resident’s  service  and  began  with  morning 
rounds  and  ended  when  the  interns  finished  seeing  their  patients  in  late 
afternoon.  Patient  interviews  were  conducted  whenever  there  was  a  slack  time. 

Obviously  they  did  not  see  everything.  Sometimes  an  intern  would  see  one 
patient  while  the  observer  was  interviewing  another.  Sometimes  a  decision  was 
made  in  the  middle  of  the  night.  We  often  did  not  see  patients’  families,  and 
in  cardiology  there  were  literally  a  dozen  physicians  who  might  make  a  decision 
about  any  particular  patient.  Particularly  in  cardiology,  what  we  obtained  was 
a  cross-sectional  view  of  how  decisions  were  made  rather  than  an  adequate  longi¬ 
tudinal  study  of  any  case. 

The  observers  were  trained  in  speed-writing  and  took  almost  verbatim  notes 
of  all  observed  patient-staff  interactions.  For  the  extended  interviews  with 
patients,  a  tape  recorder  was  used  since  such  interviews  required  too  much 
participation  from  the  observers  for  them  to  record  the  discussion  verbatim. 

The  observers  conducted  in-depth  tape  recorded  interviews  with  101  patients 
(43  in  cardiology  and  58  in  surgery) ,  and  this  group  constituted  the  core  of  the 
cases  we  analyzed  in  this  paper. 

The  Role  of  Acute  vs.  Chronic  Patients 

While  it  is  difficult  to  develop  adequate  quantitative  measures  of  patient 
conprehension  of  treatment,  it  is  quite  easy  to  see  the  differences.  Let  us 
begin  by  considering  the  role  of  the  patient  with  a  new  acute  disorder. 

Among  the  best  informed  acute  patients  we  observed  was  a  29-year-old  foreign 
student  at  a  local  college,  who  came  to  the  Emergency  Room  with  severe  right 
lower  quadrant  abdominal  pain.  A  senior  surgical  resident  saw  him  and  immedi¬ 
ately  considered  acute  appendicitis  as  the  likely  diagnosis  but  also  found  some 
reasons  to  suspect  a  possible  kidney  stone.  However,  after  consulting  the  chief 
resident  in  surgery,  they  decided  it  was  appendicitis  and  told  the  patient  the 
following:  ”I  think  you  probably  have  an  appendicitis;  I  think  all  indications 

are  that  you  have  it.  I  think  we  can  help  you  by  removing  it.”  The  surgeon 
then  went  on  to  describe  the  proposed  surgery  including  discussion  of  the  incision, 
exploration  of  the  abdomen,  and  removal  of  the  appendix.  He  predicted  an  oper¬ 
ation  of  one-and-one  half  to  two  hours  and  presented  infection  as  the  main  post¬ 
operative  complication.  However,  he  did  not  go  into  alternative  diagnoses  with 
this  patient.  Nor  did  he  explain  what  appendicitis  actually  is.  This  patient 
agreed  to  surgery  and  all  went  well. 
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However,  when  he  was  interviewed,  it  became  clear  that  in  spite  of  the 
patient's  intelligence  and  the  simplicity  of  his  problem,  the  patient  had  sev¬ 
eral  serious  misconceptions.  First,  of  course,  he  had  no  idea  that  the  doctors 
were  uncertain  until  the  surgery  that  he  actually  had  appendicitis.  He  thought 
that  the  treatment  would  relieve  his  chronic  gastrointestinal  problem  as  well 
as  his  acute  pain. 

More  typical  of  the  acute  patients  was  Mr.  G.M. ,  a  65-year-old  man  hospital¬ 
ized  with  an  acute  myocardial  infection.  Although  his  intern  was  probably  the 
most  inclined  to  talk  with  patients  of  all  the  physicians  that  were  observed,  and 
although  Mr.  G.M,  was  himself  a  talkative  and  lively  person,  he  was  not  told 
much  about  his  treatment.  He  was  told  that  he  had  had  a  severe  heart  attack  and 
that  he  would  have  to  stay  in  the  hospital  for  a  while.  Aside  from  that,  his 
conversations  with  his  doctors  focused  on  symptom  reports  and  discussions  of  when 
he  could  leave  and  CCU  and  the  hospital.  When  he  had  been  in  the  hospital  for 
10  days,  we  interviewed  him: 

Interviewer:  What  sort  of  treatment  have  they  given  you? 

What  have  they  done  for  you? 

Mr.  M. :  What  have  they  done  for  me?  I  don’t  know  all  of  the  medications 

I'm  taking;  I  would  say  I  am  on  at  least,  hmm,  six  or  seven  dif¬ 
ferent  kinds  of  medications  for  the  heart.  Probably  some  blood 
thinners  and  probably  also  the,  I  just  don't  have  any  idea,  I 
haven't  even  bothered.  That  is  their  business.  It's  none  of 
mine.  It  is  not  my  field  of  work.  And  however.  .  .1  put  my  faith 
and  trust  in  them  that  they  know  what  they  are  giving  me. 

Perhaps  the  most  marked  contrast  to  the  acute  patients  were  patients  on 
renal  dialysis.  Consider  the  following  interaction  between  Ms.  A.G.,  a  black 
woman  in  her  forties  who  was  on  peritoneal  dialysis  (which  involved  fluid  trans¬ 
fers  through  a  catheter  placed  surgically  into  the  peritoneum) ,  and  the  chief 
surgical  resident  who  had  been  asked  to  see  her  on  a  consultative  basis: 

Doctor:  Hi,  I'm  Doctor.  .  I  do  all  the  catheter  work  now.  I  hear 

you  have  some  peritonitis. 

Ms.  G.:  Yes,  I  called  it  to  their  attention.  The  catheter  keeps  slipping  in 

and  out  of  me  and  I  seem  to  have  gotten  an  infection,  (Doctor  then 
proceeded  to  inspect  it.) 

Doctor:  Are  you  on  home  dialysis? 

Ms.  G. :  Yes.  Can  you  touch  this  with  your  hands? 
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Doctor:  Yes,  I  just  washed  them.  (continuing  to  inspect  the  incision),  I 

think  it  probably  is  a  hernia,  (that  is  what  the  staff  had  initially 
suggested.)  I  think  we  ought  to  change  the  catheter  and  we  ought  to 
try  to  fix  the  hernia  at  the  same  time, 

Ms.  G. :  Isn^t  that  more  complicated? 

Doctor:  Yes,  I  think  we'll  have  to  use  a  general  anesthetic  rather  than  a  local. 

We'll  probably  have  to  bring  you  into  the  hospital,  but  as  long  as  your 
fluids  stay  clear,  you  will  be  better  off  having  both  at  the  same  time. 
Ms.  G.:  Well,  there's  no  time  element,  but  it  does  seem  more  serious  than  they 

said.  I  just  want  to  make  sure  you're  operating  for  the  right  thing. 
Doctor:  Well,  it  could  be  several  things  (pauses  and  reflects).  Well,  no,  it 

really  has  to  be  a  hernia.  I  think  we  might  be  able  to  do  it  all  at 
once.  I'll  talk  to  Susan  about  it  and  we'll  see  if  we  can  schedule  it. 
Ms.  G. :  Who's  Susan? 

Doctor:  The  chief  nurse  on  the  dialysis  unit. 

Ms.  G. :  Does  Dr.  N.  (her  nephrologist)  know  all  this  is  going  on? 

Doctor:  Yes,  he  is  the  one  who  asked  me  to  do  this. 

Ms ,  G . :  Okay . 

The  participation  of  renal  patients  in  the  decisions  about  their  treatment 
was  aided  by  substantial  effort  on  the  part  of  the  hospital's  dialysis  unit  to 
educate  their  patients,  but  similar  high  levels  of  understanding  were  among  other 
types  of  chronic  patients  as  well.  One  patient  with  chronic  bowel  obstructions 
spent  1-1/2  hours  explaining  to  our  interviewer  the  history,  signs,  symptoms, 
and  treatment  procedures  for  bowel  obstructions.  She  did  not  hesitate  to  correct 
her  physicians  when  she  thought  that  their  ideas  about  treatment  were  incorrect. 

The  chronic  patient's  knowledge  of,  and  involvement  with,  their  treatment 
is  illustrated  by  Mr.  Z.,  a  52-year-old  man  with  chronic  heart  problems  that 
were  quite  complex. 

Interviewer:  Tell  me  about  your  medical  problem,  what  you  know  about  it. 

Mr.  Z.:  Okay,  I,  I  never  had  any  problems  with  my  heart  until  '73.  And 

I  had  an  MI.  I  went  through  the  regular  routine,  rest  here  in 
the  hospital,  and  I  went  home  on  medications.  I  was  told  to  take 
it  easy  for  3  weeks,  and  .  .  .  the  Sunday  before  the  Monday  I 
was  to  come  back  to  work,  I  had  severe  chest  pains.  And  I  came 
back  in.  So  they  scheduled  me  for  a  Catheterization,  and  they 
found  out  that  my  left  artery  was  completely  diseased  and  the 
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right  artery  was  occluded  70%,  and  then  the  one  behind  the  heart, 

I  forget  what  they  call  it,  circumflex  or  something,  was  also 
occluded,  and  that  it  was-  suggested  that  I  have  open  heart  sur¬ 
gery  or  have  a  massive  heart  attack,  which  didn’t  make  it  too 
difficult  to  make  up  my  mind,  but  to  satisfy  myself,  they  let  me 
go  home  and  try  medications,  and  it  didn’t  work.  I  was  poppin’ 
Nitro  every  time  I  took  a  step.  So  September  ’73  I  had  a  double 
bypass.  I’m  a  diabetic,  which  added  to  the  complications.  Well, 
they  did  the  bypass  and  I  was  outta  here  in  a  couple  weeks  and 
back  to  work  in  October.  And  my  biggest  problem  was  the  Angina, 
okay;  I  just  couldn’t  be  regulated  on  medicine.  I  was  cornin’  in 
out  with  chest  pain.  Some  severe,  some  similar  to  what  I  came  in 
with  that  Sunday  that  took  quite  a  bit  of  Morphine  to  settle  me 
down.  My  arteriosclerosis  is  a  progressive  disease,  so  I’m  not 
getting  any  better.  I’ve  had  3  catheterizations;  the  first  one 
was  to  show  that  the  bypasses  took  all  right,  second  one  when  I 
was  havin’  a  lot  of  chest  pains,  and  they  thought  maybe  the  by¬ 
passes  were  occluding.  And  there  was  some  evidence  that  it  was 
happening,  and  the  third  was  done,  I  think  in  ’75  which  was  con¬ 
firmed  fact,  you  know,  that  it  was  gettin’  worse.  To  do  a  Cath 
now  would  be  no  advantage.  There  is  a  certain  amount  of  risk 
involved  in  doing  a  Cath.  You  can  puncture  an  artery,  the  probe 
can  go  through  your  heart,  you  can  pick  a  piece  of  plaque,  have 
a  stroke. 

Non-Understanding  Chronic  Patients 

Of  course,  not  all  chronic  patients  had  such  a  good  grasp  of  their  treat¬ 
ment  or  were  so  involved  in  the  decisionmaking.  Other  factors,  such  as  education 
and  intelligence,  seemed  to  play  a  substantial  role  in  determining  patient  under¬ 
standing  of  treatment.  However,  one  group  of  chronic  patients  seemed  to  do 
markedly  less  well  in  our  interviews  than  others;  they  were  patients  with  chronic 
pancreatitis.  While  we  only  interviewed  four  of  these  patients,  they  were  re¬ 
markably  consistent  in  their  lack  of  comprehension  of  their  treatment.  None  of 
them  could  give  a  good  description  of  the  way  in  which  either  the  disease  or  the 
treatment  worked.  They  had  no  grasp  of  the  different  ways  of  treating  the  prob¬ 
lem  and  only  a  vague  idea  of  the  risks  of  their  treatment. 
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Perhaps  this  phenomenon  can  be  partially  explained  by  the  fact  that  pan¬ 
creatitis,  unlike  most  chronic  diseases,  is  a  medical  problem  with  a  strong  moral 
component.  Pancreatitis  is  usually  a  direct  result  of  too  much  alcohol  consump¬ 
tion,  and  the  physicians  we  observed  all  found  their  patients'  alcoholism  repre¬ 
hensible  and  found  it  difficult  to  sympathize  with  these  patients  whom  they  felt 
brought  the  problem  on  themselves.  Their  discussions  with  the  patients  were 
usually  limited  to  telling  them  what  they  would  do  next  and  warnings  that  they 
should  stop  drinking. 

What  this  should  make  clear  to  us  is  that  being  a  chronic  patient  in  a 
medical  setting  is  a  status  that  confers  some  rights  to  participate  in  treat¬ 
ment  more  than  is  true  for  most  acute  patients.  However,  this  status,  like  most 
statuses,  has  moral  qualifications.  One  is  not  treated  as  a  chronic  patient 
unless  one  behaves  in  such  a  way  as  to  try  to  control  one's  disease  as  best  one 
can. 

New  Chronic  Patients  and  Chronic  Patients  with  Acute  Diseases 

It  might,  of  course,  be  suggested  that  our  findings  are  hardly  surprising 
and  require  little  theoretical  explanation.  Everyone  learns  over  time  and 
since  chronic  patients  have  been  sick  longer  than  acute  patients,  they  should 
know  more  and  feel  less  awed  by  the  doctors  and  thus  more  eager  to  negotiate 
with  them. 

This  argument,  however,  comes  up  against  two  types  of  contradictory  evi¬ 
dence.  First  is  the  fact  that  newly  diagnosed  patients  with  chronic  diseases 
often  know  almost  as  much  about  this  illness  as  the  patients  who  have  had  it  for 

many  years.  Consider  Mr.  S.,  a  54-year-old  man  who  had  been  diagnosed  as  having 

renal  failure  but  had  not  yet  started  dialysis. 

Interviewer:  Well,  tell  me  .  .  .  how  you  understand  what  is  wrong. 

I've  been  diagnosed  as  having  kidney  failure  and,  as  a  result  of 
that,  there  seems  to  be  no  alternative  treatment  but  going  on  the 
dialysis  machine.  For  the  procedure  of  hemodialysis,  a  shunt  is 
required,  which  they  place  in  the  arm,  which  will  join  the  vein 
and  the  artery  together.  ...  I  have  no  real  choices;  it  is  a 
choice  between  life  and  death  .  .  .  the  only  choice  that  I  have 

is  between  the  types  of  dialysis.  .  .  . 

You  are  going  to  get  hemodialysis? 

Right  .  .  .  hemodialysis  was  the  first  of  these  procedures  that 
was  developed.  Peritoneal  dialysis  was  developed  as  a  kind  of 
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backup  measure  because  earlier  there  was  a  shortage  of  machines.  ,  . 
I  really  haven't  made  a  decision  about  which  of  these  two  forms 
I’m  going  to  choose.  I  elected  to  have  the  shunt  put  into  my 
hand  because  I'm  going  to  be  moving  and  I'm  very  much  impressed 
by  the  quality  of  work  (done  here)  .... 

How  did  your  kidneys  deteriorate? 

This  is  a  classic  part  of  diabetes.  Old  diabetics,  people  who 
have  had  diabetes  over  a  25-year-period,  are  very  prone  to  all 
these  kinds  of  diseases  (and)  I  am  an  old  diabetic. 

Did  you  think  about  a  transplant? 

Oh  yeah  .  .  ,  but  old  diabetics  are  not  candidates  for  transplants, 
you  know,  because  your  body  chemistry  is  already  ruined;  it's 
broken  down,  so  if  you  have  a  transplant,  then  the  new  kidney 
will  be  destroyed  very  rapidly,  so  the  outlook  is  not  very 
favorable  for  diabetics.  You  want  the  statistics  for  successful 
transplants? 

Anything  you  know  about  it? 

If  a  relative  gives  a  non-diabetic  one  of  his  own  kidneys,  the 
chances  for  survival  are  80%;  for  non-relatives,  it's  60%;  for 
diabetics,  you've  gotta  take  a  20%,  so  it  takes  you  ...  to  a 
40%  chance.  That's  shooting  craps. 

The  other  type  of  evidence  that  argues  that  the  chronic  patient's  role  is 
not  simply  a  result  of  the  length  of  time  in  treatment  is  that  chronic  patients 
who  suddenly  develop  an  acute  illness  largely  unrelated  to  their  chronic  disease 
seem  to  behave  pretty  much  the  same  way  other  acute  patients  do.  They  do  not 
ask  many  questions  and  seem  content  to  let  the  physician  make  all  the  decisions. 

One  dialysis  patient  who  had  a  heart  attack  told  our  interviewer  about  her 
cardiac  treatment:  "Oh,  I  let  them  make  all  the  decisions.  I  don't  know  a 
thing  about  it."  Another  such  patient  talked  at  great  length  with  our  inter¬ 
viewer  about  his  dialysis  but  knew  nothing  about  his  heart  condition  except 
that  it  was  a  "heart  attack,  not  angina." 

Policy  Implications 

Although  the  idea  of  having  patients  actively  participate  in  determining 
their  treatment  seems  far  from  reality  for  acute  patients,  at  least  some  chronic 
patients  seem  to  be  doing  so.  It  seems  appropriate  to  say  that  the  medical 
care  system  has  developed  a  special  role  for  at  least  some  chronic  patients 
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that  includes  their  active  participation.  What  is  even  more  interesting  is 
that  these  patients  seem  to  fit  into  this  role  well  and  eagerly  accept  it. 
Because  they  anticipate  that  they  will  have  to  stay  involved  with  the  medical 
system  for  a  long  period,  most  of  the  chronic  patients  we  interviewed  were 
eager  to  learn  about  their  treatment. 

While  we  cannot  say,  on  the  basis  of  our  data,  how  widespread  is  the  pat¬ 
tern  of  encouraging  chronic  patients  to  participate  in  treatment  decisions 
throughout  the  medical  system,  it  seems  clear  that  patients  are  often  willing 
and  able  to  do  it. 


Ill 
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AN  INVESTIGATION  OF  NONVERBAL  COMI^NICATIVE 
BEHAVIORS  EXHIBITED  BY  DEAF  ADULTS 
IN  DYADIC  INTERACTION  WITH  HEARING  PERSONS 

Sue  E.  Ouellette,  Ph.D. 

When  the  severely  hearing  impaired  individual  moves  from  the  deaf  environ¬ 
ment  into  the  hearing  world,  he  or  she  is  almost  without  exception  handicapped 
by  limited  verbal  skills.  Additionally,  he  or  she  often  brings  into  the  hearing 
environment  nonverbal  communication  behaviors  which  may  have  meaning  only  within 
the  context  of  the  deaf  community.  Within  the  hearing  community,  these  nonverbal 
behaviors  may  prove  to  be  distracting  and  interfere  with  the  effectiveness  of 
the  communication  process.  They  may,  in  essence,  become  noise  in  the  communi¬ 
cation  process  as  messages  to  which  meaning  cannot  be  correctly  ascribed.  Be¬ 
cause  of  their  potentially  distracting  nature,  these  nonverbal  communication 
behaviors  may  reduce  even  further  the  limited  verbal  skills  of  the  deaf  individ¬ 
ual.  Thus,  these  nonverbal  cues  may  prove  to  be  an  additional  handicapping 
factor  when  the  hearing  impaired  person  moves  into  a  hearing  environment. 

The  literature  reveals  a  paucity  of  information  regarding  the  definition, 
categorization,  or  treatment  of  distracting  nonverbal  behavior  exhibited  by 
deaf  persons  in  their  interaction  with  hearing  peers.  There  is,  however,  some 
evidence  that  nonverbal  behavior  may  play  a  significant  role  in  the  communication 
problems  encountered  by  deaf  adults  when  communicating  with  hearing  persons. 

Jacobs  (1972),  for  example,  notes  that  deaf  people  are  often  unaware  of  physical 
noises  (e.g.,  humming  and  grunting)  and  suggests  that  exaggerated  facial  expressions 
may  have  a  negative  effect  on  the  communication  of  deaf  persons  with  those  around 
them.  Stokoe  and  Battison  (1975)  note  that  deaf  people  differ  from  their  hearing 
peers  in  the  nonverbal  as  well  as  the  linguistic  level,  and  that  such  code  dif¬ 
ferences  can  and  do  produce  conflicts  which  result  in  misunderstandings.  Schiffe 
and  Saxe  (1972)  further  indicate  that  gestural  forcefulness  influences  the  per¬ 
ception  of  emotionality  when  deaf  and  hearing  subjects  evaluated  such  factors  as 
maturity,  honesty,  sincerity,  and  popularity  and  Schiff  (1973)  noted  that  deaf 
and  hearing  subjects  exhibit  differences  in  the  extraction  of  social  information 
from  facial  expression  as  a  result  of  "adaptation  resulting  from  facial  grimaces 
in  face-to-face  communication  among  deaf  people." 

Thus,  the  literature  seems  to  suggest  that  deaf  adults  may  have  difficulty 
exhibiting  appropriate  nonverbal  behavior  in  their  interactions  with  hearing 
subjects  and,  further,  that  this  inappropriate  behavior  may  be  distracting  to 
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their  hearing  partners  and,  as  such,  mar  effective  communication.  As  such,  this 
study  was  proposed  to  assess: 

1.  What  nonverbal  communicative  behaviors  are  typically  displayed  by  deaf 
adults  in  their  interaction  with  hearing  persons? 

2.  Which  of  these  behaviors  or  variations  of  these  behaviors,  if  any,  can 
be  identified  as  having  a  disruptive  effect  on  the  communication  process 
between  deaf  adults  and  their  hearing  peers? 

METHODOLOGY 


Subject  Selection 

The  deaf  subjects  for  this  study  were  selected  from  clients  enrolled  in 
Northern  Illinois  University’s  Program  for  the  Hearing  Impaired.  All  subjects 
were  between  the  ages  of  eighteen  and  twenty-five  years  old  and  had  at  least  a 
70  decibel  (ISO,  unaided)  loss  in  the  better  ear. 

Further,  subjects  were  selected  who  had  acquired  their  loss  prelingually 
or  before  the  age  of  three  years.  Clients  with  secondary  handicaps  such  as 
blindness,  cerebral  palsy,  or  mental  retardation  were  not  considered  appropriate 
for  the  study  because  of  secondary  mannerisms  which  may  have  accompanied  the 
additional  disability.  Clients  who  rely  primarily  upon  manual  communication 
were  selected  as  subjects  for  the  study.  After  applying  the  stated  criteria  to 
the  available  population,  nineteen  clients  were  located  who  were  appropriate  for 
the  study. 

Hearing  subjects  were  selected  on  a  voluntary  basis  from  the  undergraduate 
population  of  Northern  Illinois  University.  Volunteers  were  solicited  in  classes 
taught  within  the  departments  of  Communicative  Disorders,  Management  and  Speech 
Communication  as  well  as  from  the  on-campus  dormitories.  An  effort  was  made  to 
enlist  the  assistance  of  students  with  as  many  different  majors  and  interests  as 
possible.  Criteria  for  the  selection  of  hearing  subjects  included  normal  hearing, 
as  determined  by  the  subject’s  self-report,  and  the  absence  of  any  major  handi¬ 
capping  condition.  Student  volunteers,  further,  were  between  the  ages  of  eight¬ 
een  and  twenty-five  years  of  age  and  had  not  had  extensive  contact  with  hearing 
impaired  adults  in  the  past  nor  were  they  familiar  with  sign  language. 

Data  Collection 

Each  of  the  nineteen  deaf  subjects  was  paired  in  separate  dyads  with  three 
hearing  subjects,  resulting  in  fifty-seven  separate  dyads  of  deaf  and  hearing 
subjects.  The  study  was  conducted  in  the  counseling  room  of  Northern  Illinois 
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University's  Program  for  the  Hearing  Impaired.  The  counseling  room  was  selected 
because  it  provided  an  informal,  living-room  type  of  environment  as  well  as 
providing  access  to  the  necessary  videotaping  facilities. 

Subjects  were  next  briefed  separately  with  instructions  indicating  that  the 
purpose  of  the  study  was  to  learn  more  about  how  deaf  people  communicate  with 
hearing  people  who  do  not  know  sign  language.  Subjects  were  instructed  to 
exchange  basic  information  about  each  other  as  specified  on  a  questionnaire. 
Subjects  were  told  that  they  had  ten  minutes  in  which  to  complete  the  task  and 
that  any  method  of  communication  could  be  used  except  writing  on  paper.  Subjects 
were  further  instructed  to  depress  a  foot  pedal  located  in  front  of  them  whenever 
the  subject  felt  uncomfortable  or  distracted. 

At  this  point,  the  researcher  gave  five  examples  of  communication  with  and 
without  distractory  nonverbal  behaviors  in  an  effort  to  clarify  the  directions 
and  to  allow  the  subjects  to  practice  responding  to  distractions.  It  should  be 
further  noted  that  all  instructions  were  given  to  deaf  subjects  in  American  Sign 
Language.  Although  this  format  necessarily  altered  the  exact  words  of  the 
instructions  given  to  hearing  subjects,  it  was  felt  that,  since  most  of  the  deaf 
subjects  use  Ameslan  for  normal  conversation,  this  method  would  result  in  the  most 
accurate  transfer  of  information. 

Videotaping  of  the  interaction  between  subjects  was  begun  as  soon  as  the 
researcher  left  the  counseling  room.  The  researcher  was  able  to  view  the  inter¬ 
view  from  an  adjoining  room  via  a  monitor. 

The  counseling  room  was  further  equipped  with  an  unobtrusively  mounted  camera, 
two  low- impedance  microphones,  a  pulse  generator,  and  two  single  pole,  single 
throw  foot  switches.  When  a  subject  depressed  his  or  her  foot  switch  to  indicate 
distraction,  an  audio  tone  was  generated  which  marked  the  moment  of  distraction 
on  the  videotape  recording.  Pulse  signals  were  generated  at  two  separate  fre¬ 
quencies  so  that  the  responses  of  the  deaf  subject  could  be  distinguished  from 
those  of  the  hearing  subject.  After  extensive  pilot  work,  the  equipment  was 
arranged  so  that  the  responses  of  each  subject  could  be  differentiated  by  con¬ 
trolling  the  audio  mix  of  the  tape  recorder.  Thus,  it  was  possible  for  the  re¬ 
searcher  to  hear  both  subjects’  responses  simultaneously  and  yet  differentiate 
the  response  of  the  hearing  subject  from  that  of  the  deaf  subjects  It  was  also 
possible  to  replay  the  videotape  in  such  a  manner  that  only  one  subject's  responses 
were  audible  at  any  given  time. 
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The  structure  of  the  dyadic  interaction  was  that  of  an  information-gathering 
interview  in  which  each  subject  sought  to  answer  a  series  of  ten  questions  about 
his  or  her  partner.  The  list  of  questions  was  designed  to  be  impossible  to 
complete  within  the  allotted  period  of  time. 

At  the  end  of  the  ten  minute  period,  the  subjects  were  taken  individually 
to  a  separate  room  for  debriefing.  The  debriefing  began  with  a  very  general 
set  of  questions: 

1 .  How  did  you  like  this  experience? 

2.  Were  you  satisfied  with  the  communication  that  took  place  between  you 
and  your  partner? 

3.  What  did  you  think  of  your  communication  with  this  person? 

4.  What  were  your  general  impressions  of  this  situation? 

The  researcher  next  confirmed  whether  or  not  the  subject  had  indicated  dis¬ 
traction  at  any  point  during  the  interview  by  pressing  his  or  her  foot  switch 
and  confirmed  the  number  of  times  he  or  she  had  signalled.  If  the  subject  had 
not  indicated  distraction  during  the  interview,  he  or  she  was  asked  if  he  had 
noted  any  distracting  behavior  or  mannerisms  on  the  part  of  his  partner.  If 
the  subject  indicated  that  he  had  not  found  any  particular  behavior  to  be  dis¬ 
tracting,  he  was  then  asked  directly  if  he  noticed  any  difference  in  his  partner’s 
style  of  nonverbal  communication,  even  though  the  difference  may  not  have  been 
distracting . 

If  the  subject,  on  the  other  hand,  indicated  that  he  had  indeed  found  cer¬ 
tain  of  his  partner’s  behaviors  or  mannerisms  to  be  distracting,  the  researcher 
then  replayed  the  videotape  of  the  interaction,  stopping  the  tape  at  each  point 
where  the  subject  indicated  discomfort  or  distraction.  The  subject  was  then 
asked  if  he  remembered  feeling  distracted  or  bothered  at  this  point  and  was 
asked  if  he  could  generally  explain  what  it  was  that  caused  him  to  be  distracted. 
If  the  subject  indicated  that  some  form  of  nonverbal  communication  distracted 
him  from  the  conversation,  the  researcher  attempted  to  probe  in  an  effort  to 
gather  more  information  about  the  subject’s  response  to  this  behavior.  Finally, 
the  subject  was  asked  if  he  noted  any  differences  in  his  partner’s  nonverbal 
communication  which  might  be  different,  although  not  distracting. 

Reliability 

In  an  effort  to  lend  reliability  to  the  study,  the  assistance  of  three 
faculty  members  from  the  Department  of  Speech  Communication  at  Northern  Illinois 
University  was  solicited.  These  three  professors,  all  of  whom  are  knowledgeable 
in  the  area  of  nonverbal  communication,  had  not  had  extensive  contact  with  deaf 
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adults  and  were  not  skilled  in  sign  language.  Serving  as  expert  judges  for 
the  study,  the  three  professors  were  asked  to  view  six  five-minute  segments  of 
dyadic  interaction  selected  randomly  from  the  fifty-seven  interviews. 

The  expert  judges  were  asked  to  complete  three  tasks  while  viewing  the 
videotaped  interaction: 

1.  Describe  the  nonverbal  behaviors  of  both  the  deaf  and  hearing  subject. 

2.  Indicate  which  behaviors,  if  any,  seemed  to  be  distracting  or  inappro¬ 
priate. 

3.  Note  any  differences  which  may  exist  between  the  nonverbal  behaviors 
of  the  deaf  and  hearing  subjects. 

RESULTS 

Examination  of  Variables 
Accuracy 

In  terms  of  overall  accuracy,  the  dyads  were  able  to  correctly  complete 
a  mean  of  4.658  of  the  ten  questions  presented  on  the  interview  response  form. 
The  standard  deviation  for  all  subjects  was  2.795  with  a  mode  of  3.0. 

When  accuracy  is  examined  by  status  of  hearing  ability,  it  is  noted  that 
hearing  subjects  fared  somewhat  better  in  terms  of  number  of  items  answered 
correctly  than  did  their  deaf  counterparts.  Hearing  subjects  successfully 
completed  an  average  of  5.0  questions  correctly  whereas  deaf  subjects  averaged 
4.4  correct  answers. 

When  hearing  subjects  are  examined  by  sex,  hearing  female  subjects  scored 
highest  in  the  area  of  accuracy,  followed  by  deaf  males.  Deaf  females  scored 
lowest  in  the  category  of  accuracy. 

Table  1 


Analysis  of  Communication  Accuracy  by 
Sex  and  Hearing  Ability 


Hearing  Subjects 
Deaf  Subjects 


Male 

X  % 

4.30  43.0 

4.57  45.7 


Female 

X  % 
5.21  52.1 
4.0  40.0 


In  examining  the  variable  of  accuracy  in  terms  of  the  hearing  subjects* 

academic  majors,  subjects  majoring  in  home  economics  and  humanities  scored 

s 

highest  in  number  of  items  completed  successfully  whereas  math  and  science 
majors  scored  lowest.  The  largest  group  of  hearing  subjects,  communicative 
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disorder  majors,  scored  near  the  mean. 

Table  2 

Analysis  of  Communication  Accuracy 
Displayed  by  Hearing  Subject’s  Academic  Major 


(N  =  57) 

Major  E 
Communicative  Disorders  19 
Education  9 
Math  and  Sciences  7 
Speech  Communication  5 
Business  5 
Home  Economics  5 
Art/Dance  3 
Physical  Therapy/Medical  Technology  2 
Humanities  2 


In  terms  of  years  of  college,  freshmen  scored  highest  in  the  area  of 
accuracy,  followed  by  juniors,  sophomores,  and  seniors. 

Finally,  an  item  analysis  of  the  questionnaire  was  undertaken  in  an  attempt 
to  discover  which  questions  were  most  often  successfully  completed.  From  the 
results,  it  can  be  noted  that  those  questions  calling  for  a  numerical  answer 
(questions  4  and  6)  were  most  often  answered  correctly,  with  question  6  (number 
of  children  in  family)  being  answered  successfully  in  96%  of  the  cases  and 
question  4  (birthdate)  being  answered  correctly  or  partially  correctly  in  95% 
of  the  cases.  Question  2  (home  address)  was  also  answered  correctly  or  par¬ 
tially  correctly  in  95%  of  the  cases,  although  only  14%  of  the  subjects  were 
able  to  obtain  a  complete  home  address.  It  can  be  further  noted  that  accuracy 
decreased  as  the  interview  progressed,  illustrating  the  time  pressures  created 
by  the  assigned  task. 

Enjoyment 

In  examining  the  second  variable,  whether  or  not  the  subjects  enjoyed  the 
interview  experience,  it  can  first  be  noted  from  Table  3  that  the  hearing  sub¬ 
jects  appeared  to  have  enjoyed  the  interaction  somewhat  more  than  their  deaf 
counterparts.  For  the  purpose  of  this  study,  enjoyment  was  simply  defined  by 
the  subject's  self-report  of  whether  he  enjoyed  the  experience,  enjoyed  it 
somewhat  or  did  not  enjoy  the  interview. 


Table  3 
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Enjoyment 

Yes 

Somewhat 

No 


^alysis  of  Enjoyment  of  the  Interview 
by  Hearing  Ability 


Deaf 

F  '  % 

37  64.9 

t 

9  15.8 

11  19.3 

57  100.0 


Hearing 

% 

84.2 

12.3 

_  3.5 

100.0 


Turning  next  to  an  analysis  of  enjoyment  by  sex  of  subject,  there  appears 
to  be  no  significant  difference  between  male  and  female  subjects.  Although  the 
number  of  subjects  who  enjoyed  the  experience  is  slightly  higher  for  males  than 
for  females,  only  three  males  stated  that  they  did  not  enjoy  the  interview  as 
contrasted  with  ten  female  subjects  who  responded  negatively. 

Likewise,  an  examination  of  the  variable  of  enjoyment  by  the  academic  major 
of  the  hearing  subject  yields  very  little  relationship  between  the  two  factors. 

Finally,  an  analysis  of  enjoyment  by  the  hearing  subject’s  year  in  school 
shows  little  relationship  between  the  two  variables  but  tends  to  suggest  that 
the  enjoyment  of  this  type  of  experience  decreases  as  the  hearing  person  ad¬ 
vances  in  his  collegiate  career. 

Satisfaction 

In  examining  the  variable  of  satisfaction  with  the  communication  which 
occurred  during  the  interview,  it  can  again  be  noted  that  deaf  subjects  dif¬ 
fered  from  their  hearing  counterparts.  Table  4  illustrates  that  deaf  subjects 
were  more  satisfied  with  the  communication  that  occurred  than  were  hearing 
subjects. 


Table  4 

'Analysis  of  Satisfaction  By 
Hearing  Ability  of  Subject 

Satisfaction  Hearing  Deaf 


F 

% 

F_ 

% 

Yes 

26 

45.6 

37 

64.9 

Somewhat 

23 

40.4 

11 

19.3 

No 

8 

14.0 

9 

15.8 

57 


100.0 


57 


100.0 
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An  analysis  of  satisfaction  with  communication  by  sex  of  subject  reveals 
that  female  subjects  were  slightly  more  satisfied  with  their  efforts  than  were 
male  subjects.  However,  the  difference  between  subjects  does  not  appear  to  be 
significant . 

When  one  examines  satisfaction  with  the  communication  during  the  inter¬ 
view  in  light  of  the  hearing  subject’s  academic  major,  it  is  found  that  sub¬ 
jects  majoring  in  communicative  disorders,  art/dancing,  and  humanities  were 
more  satisfied  whereas  subjects  with  majors  in  business  and  math/science  were 
least  satisfied.  However,  there  does  not  appear  to  be  a  significant  difference 
in  satisfaction  among  the  various  majors. 

Finally,  when  one  examines  satisfaction  with  the  interaction  in  light  of 
the  hearing  subject's  year  in  school,  it  is  noted  that,  as  with  enjoyment, 
satisfaction  tends  to  decrease  as  years  in  school  increase. 

Actual  Mode  of  Communication  Selected 

One  of  the  more  interesting  results  of  the  study  can  be  observed  by  ex¬ 
amining  the  actual  mode  of  communication  selected  by  each  dyad  for  use  during 
the  interview.  Since  the  deaf  subjects  selected  for  the  study  employed  manual 
communication  as  their  primary  or  preferred  mode  of  communication  and  the  hearing 
subjects  did  not  know  sign  language  and  had  not  had  previous  contact  with  deaf 
persons,  it  became  necessary  for  each  dyad  to  agree  upon  some  system  for  trans¬ 
mitting  their  answers.  The  subjects  were  instructed  by  the  researcher  that  they 
could  use  any  way  to  communicate  that  they  felt  was  appropriate  with  the  excep¬ 
tion  of  written  communication,  i.e.  the  simple  exchange  of  answers  on  paper  with 
pen. 

Faced  with  the  need  to  communicate  a  given  set  of  information  in  a  struc¬ 
tured  time  period,  the  subjects  developed  a  total  of  ten  basic  styles  of  com¬ 
municating.  The  styles  ranged  from  the  use  of  purely  oral  communication,  to 
writing  in  the  air  and  holding  up  the  appropriate  number  of  fingers  to  signify 
numerical  answers.  Three  subjects  observed  the  deaf  subject's  attempts  at 
fingerspelling  and  made  an  effort  to  learn  this  mode  of  communication  by  imi¬ 
tating  the  deaf  subject's  movements. 

Many  dyads  began  with  the  use  of  oral  communication  and  added  one  or  more 
ancillary  methods  as  the  need  became  apparent.  Several  dyads  communicated 
entirely  through  nonverbal  means  and  without  the  use  of  oral  speech.  Other 
dyads  continued  the  use  of  oral  communication  without  any  type  of  supplemen¬ 
tation.  Table  5  illustrates  the  methods  of  communication  selected  by  each 
dyad. 
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The  results  of  this  analysis  further  indicate  that  neither  sex  of  subject, 
hearing  subject’s  academic  major,  or  hearing  subject’s  class  year  appear  to 
have  any  bearing  on  the  actual  mode  of  communication  selected. 


Table  5 

Analysis  of  Actual  Modes  of 
Communication  Employed  by  Dyads 


Mode 

F 

% 

wrote  in  air 

11 

19.3 

oral 

11 

19.3 

oral  combined  with  writing  in  air 

10 

17.5 

held  up  fingers  for  numbers  and  oral 

8 

14.0 

held  up  fingers  for  numbers  and  wrote  in 
the  air 

7 

12.3 

oral,  drew  letters  in  air,  pantomime 

4 

7.0 

oral  and  pantomime 

2 

3.5 

copied  fingerspelling 

2 

3.5 

spelled  in  air,  held  up  fingers  for 
numbers,  copied  fingerspelling 

1 

1.8 

wrote  in  palm  of  own  hand 

1 

1.8 

57 

100.0 

Number  of  Distractions  Signalled 

It  can  be  further  noted  from  the  results  of  this  study  that  neither  deaf 
nor  hearing  subjects  stated  that  they  were  distracted  by  their  partner’s  be¬ 
haviors  or  mannerisms.  Table  6  illustrates  that  a  total  of  nine  distractions 
were  signalled  by  deaf  subjects  and  eleven  distractions  by  hearing  subjects 
throughout  the  course  of  the  fifty-seven  dyadic  interactions. 

Very  little  difference  was  noted  in  number  of  distractions  signalled  when 
compared  by  sex  of  subject.  Female  subjects  signalled  distraction  twelve  times 
whereas  male  subjects  signalled  distraction  a  total  of  nine  times. 

Actual  distractions  were  signalled  by  hearing  subjects  of  three  academic 
majors:  communicative  disorders,  business,  and  home  economics.  Communicative 

disorders  majors  signalled  distraction  four  times,  business  majors  seven  times, 
and  home  economics  majors  one  time.  ' 
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Table  6 


Analysis  of  Distractions  Signalled 
By  Hearing  Ability  of  Subject 


Times  Distracted 


Deaf 


Hearing 


F 

% 

F 

% 

0 

53 

93.0 

51 

89.5 

1 

1 

00 

• 

3 

5.3 

2 

1 

1.8 

2 

3.5 

3 

2 

3.5 

0 

0.0 

4 

0 

0.0 

0 

0.0 

5 

0 

0.0 

1 

1.8 

57 

100.0 

57 

100.0 

When  one  examines  the  number  of  distractions  signalled  by  class  year  of 
hearing  subjects,  it  is  again  observable  that  tolerance  tends  to  decrease  as 
years  in  school  increase.  Although  no  freshmen  or  sophomores  signalled  dis¬ 
traction  during  the  interviews,  eight  distractions  were  signalled  by  juniors 
and  three  distractions  by  seniors. 

Interaction  of  Variables 

In  an  effort  to  clarify  and  define  those  factors  which  may  have  bearing 
upon  the  communicative  interaction  between  deaf  adults  and  their  hearing  peers, 
an  analysis  was  undertaken  to  investigate  the  interaction  of  the  variables  in¬ 
volved  in  the  study.  Interactions  studied  include  the  relationship  of  accuracy 
to  enjoyment,  satisfaction,  and  number  of  distractions  signalled,  the  relationship 
between  actual  mode  of  communication  selected  and  accuracy,  enjoyment,  satisfac¬ 
tion,  and  number  of  distractions  signalled,  and  the  relationship  of  number  of 
distractions  signalled  to  enjoyment. 

In  investigating  the  relationship  of  accuracy  to  the  other  variables  pre¬ 
sented  in  the  study,  it  can  first  be  noted  that  there  appears  to  be  very  little 
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relationship  between  the  number  of  questionnaire  items  successfully  completed 
by  the  subject  and  the  degree  of  enjoyment  that  he  or  she  reported  with  the 
experience.  The  vast  majority  of  subjects  enjoyed  the  interview  regardless  of 
how  accurately  they  were  able  to  communicate. 

When  one  examines  the  relationship  of  the  accuracy  of  communication  to  the 
expressed  satisfaction  of  the  subject,  there  again  appears  to  be  very  little 
interrelationship.  On  the  whole,  subjects  were  satisfied  with  the  communication 
that  occurred  during  the  interview  without  regard  to  the  number  of  questionnaire 
items  they  were  able  to  successfully  complete. 

It  also  appears  that  there  is  little  or  no  relationship  between  the  accuracy 

of  communication  and  the  number  of  distractions  signalled  by  the  subjects  during 

the  course  of  the  interview. 

Mode  of  Communication 

In  examining  the  actual  mode  of  communication  selected  by  a  subject  with 
reference  to  the  accuracy  of  his  communication,  it  is  clearly  apparent  that 
some  of  the  modes  of  communication  devised  by  the  subjects  were  more  effective 
than  others.  It  can  be  noted  that  subjects  who  drew  letters  in  the  air,  com¬ 
bined  writing  in  the  air  with  oral  communication,  or  combined  writing  in  the 

air  with  holding  up  fingers  for  numbers  were  the  most  successful  communicators. 
Subjects  who  selected  oral  communication  or  oral  communication  coupled  with 
holding  up  fingers  for  numbers  or  pantomime  and  those  who  drew  letters  in  the 
palm  of  their  hand  were  the  least  successful  communicators.  It  is  interesting 
to  note,  further,  that  the  successful  communicators  all  shared  one  common  com¬ 
ponent,  writing  in  the  air,  in  the  selection  of  a  preferred  mode  of  communication. 

When  one  investigates  the  relationship  between  the  actual  mode  of  communi¬ 
cation  selected  and  the  subject’s  enjoyment  of  the  interview  situation,  there 
appears  to  be  little,  if  any,  interaction  between  the  two  variables.  It  can 
be  noted,  however,  that  the  subjects  who  were  most  successful  in  their  communi¬ 
cation,  i.e.,  those  who  selected  either  writing  in  the  air  or  oral  coupled  with 
writing  in  the  air  as  their  vehicle  for  communication,  were  also  the  subjects 
who  most  enjoyed  the  experience. 

Likewise,  there  appears  to  be  very  little  relationship  between  the  actual 
mode  of  communication  selected  by  the  subject  and  his  reported  satisfaction 
with  the  interview  experience.  Subjects  who  wrote  in  the  air  or  combined 
writing  in  the  air  with  oral  communication  alone,  tended  to  be  slightly  more 


satisfied  with  the  communication  that  occurred  during  the  interview  than  did 
subjects  who  selected  another  mode  of  communication.  Subjects  who  employed 
the  oral  method  of  communication  supplemented  by  holding  up  fingers  for  num¬ 
bers  appeared  to  be  the  least  satisfied  group. 

Finally,  when  one  examines  the  actual  mode  of  communication  selected  with 
respect  to  the  number  of  distractions  signalled,  there  appears  to  be  very  littl 
if  any,  interaction  between  the  two  variables. 

Number  of  Distractions 

Although  it  is  difficult  to  compare  the  number  of  times  a  subject  sig¬ 
nalled  with  other  variables  because  of  the  low  overall  incidence  of  distrac¬ 
tions  signalled,  two  cross  tabulations  appear  to  be  worthy  of  reporting.  A 
comparison  of  the  number  of  distractions  signalled  with  the  subject’s  enjoy¬ 
ment  of  the  interview  experience  illustrates  that  no  relationship  exists  be¬ 
tween  the  two  variables. 

Finally,  when  one  examines  the  relationship  between  the  number  of  dis¬ 
tractions  signalled  by  a  subject  and  his  degree  of  satisfaction  with  the  inter¬ 
view  experience,  it  can  be  observed  that  a  definite  relationship  appears  to 
exist  between  the  two  variables.  Those  subjects  who  were  satisfied  with  the 
interview  experience  tended  to  signal  fewer  distractions  while  those  subjects 
who  signalled  a  number  of  distractions  tended  not  to  be  satisfied  with  the 
experience. 

Subjects*  Observation  and  Comments 

Hearing  Subjects 

Because  of  the  relatively  free-form  design  of  the  debriefing  interview, 
a  number  of  subjects  volunteered  comments  which  shed  light  upon  their  overall 
impression  of  the  deaf  person  with  whom  they  interacted  and  their  feelings 
about  their  attempt  to  communicate  with  a  deaf  person.  Although  space  does 
not  permit  a  cataloging  of  these  impressions,  it  should  be  noted  that  most 
hearing  subjects  experienced  very  positive  and  motivating  feelings  as  a  result 
of  this  communication  effort.  More  specifically,  the  comments  and  observations 
of  the  hearing  subjects  were  analyzed  with  respect  to  notations  of  nonverbal 
behaviors  and/or  mannerisms.  Surprisingly,  the  hearing  subjects  were  able  to 
describe  a  large  number  of  such  behaviors  but  did  not  appear  to  find  these 
mannerisms  to  be  particularly  distracting.  The  nonverbal  communicative  be¬ 
haviors  of  the  deaf  subjects  noted  by  their  hearing  partners  can  basically  be 
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categorized  in  three  groupings:  facial  expressions,  vocal  characteristics,  and 
bodily  movements  or  gestures. 

Focusing  more  specifically  on  distracting  nonverbal  behaviors,  it  is  in¬ 
teresting  to  note  that,  of  the  twelve  separate  times  hearing  subjects  signalled 
distraction  by  pressing  the  foot  pedal  during  the  actual  interview,  ten  of  the 
distractions  were  signalled  because  of  a  total  failure  to  communicate  and  the 
resultant  frustration  and  feelings  of  discomfort  rather  than  a  response  to  any 
particular  behavior  or  mannerism  displayed  by  a  deaf  subject. 

During  the  debriefing,  however,  several  hearing  subjects  commented  that 
they  had  indeed  observed  distracting  nonverbal  behaviors  or  mannerisms  to  be 
displayed  by  their  deaf  partner  but  had  not  actually  signalled  their  distrac¬ 
tion  by  pressing  their  foot  pedal.  One  subject  noted  that  he  was  extremely 
irritated  and  distracted  by  his  partner's  hearing  aid,  which  buzzed  loudly 
throughout  the  interview.  Another  subject  noted  that  his  partner  pointed  fre¬ 
quently  and  found  this  behavior  to  be  distracting.  Yet  another  hearing  subject 
stated  that  his  deaf  partner  put  his  paper  in  front  of  his  face  each  time  he  had 
difficulty  communicating  or  made  a  mistake  in  understanding  and  that  this  man¬ 
nerism  had  distracted  the  hearing  subject  from  the  content  of  the  communication. 
Another  hearing  subject  was  bothered  by  his  partner's  nervous  movement  of  his 
legs  throughout  the  interview.  One  hearing  subject  noted  that  his  partner 
glanced  impatiently  at  his  watch  from  time  to  time  and  found  this  to  be  dis¬ 
tracting.  Finally,  one  hearing  subject  noted  that  his  partner  used  a  number  of 
distracting  hand  movements  and  gestures  but  was  unable  to  further  define  what 
he  found  to  be  distracting  about  these  mannerisms. 

In  reflecting  upon  the  mannerisms  or  behaviors  which  hearing  subjects  found 
to  be  distracting,  it  is  interesting  to  note  that  all  of  the  behaviors  listed 
are  gestural  mannerisms  and/or  involve  bodily  movements.  In  no  case  was  a  hearing 
subject  distracted  by  his  deaf  partner's  facial  expressions  or  vocal  behavior. 

Deaf  Subjects 

In  examining  the  comments  and  observations  offered  by  the  deaf  subjects 
involved  in  the  study,  it  is  apparent  that  the  deaf  subjects  tended  to  volunteer 
far  less  information  about  their  reactions  to  the  interview  experience,  and, 
further,  that  most  of  the  deaf  subjects'  comments  tended  to  revolve  around  the 
difficulty  in  communicating  what  they  had  experienced.  Six  of  the  nineteen 
deaf  subjects  commented  on  the  difficulty  they  had  experienced  in  trying  to 
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lipread  their  partners. 

Several  deaf  subjects  offered  comments  indicating  their  preference  for 
various  modes  of  communication  employed  by  the  dyads  during  the  interview  task. 
Three  deaf  subjects  noted  that  communication  improved  when  their  hearing  part¬ 
ners  spoke  more  slowly  and  annunciated  clearly.  Five  subjects  commented  on 
the  fact  that  communication  had  been  assisted  when  their  hearing  partners  be¬ 
gan  writing  words  in  the  air  and  expressed  a  general  liking  for  this  type  of 
communication.  One  deaf  subject  noted  that  he  found  his  partner’s  repetition 
of  answers  to  be  helpful  and  one  subject  was  extremely  pleased  when  his  partner 
attempted  to  copy  his  f ingerspelling. 

Although  the  deaf  subjects  appeared  to  be  somewhat  more  hesitant  in  ex¬ 
pressing  their  feelings  about  the  interview  experience,  five  deaf  subjects 
noted  negative  feelings  about  themselves  and  their  inability  to  communicate, 
arising  from  the  interaction.  One  subject  stated  that  he  felt  "funny”  because 
he  could  not  express  some  of  his  ideas.  Other  subjects  noted  feeling  "nervous", 
"ashamed",  and  "awful".  One  deaf  subject  signed  vehemently  that  he  had  "hated" 
the  entire  experience. 

None  of  the  deaf  subjects  offered  comments  or  observations  dealing  with  their 
partner’s  nonverbal  communicative  behaviors.  Only  one  deaf  subject  noted  being 
distracted  by  a  physical  feature  of  his  hearing  partner,  commenting  that  his 
"long  teeth"  made  it  extremely  difficult  to  lipread. 

It  can  further  be  noted  that  deaf  subjects  signalled  distraction  for 
exactly  the  same  reason  as  their  hearing  counterparts,  frustration  with  their 
inability  to  understand  their  partner  and  their  ineffectiveness  with  communi¬ 
cating  ideas.  In  eight  of  the  distractions  signalled  by  deaf  subjects,  the 
subject  stated  that  he  had  depressed  his  foot  pedal  because  he  was  frustrated 
or  "bothered"  due  to  the  inability  to  understand  the  communication  being  at¬ 
tempted.  One  deaf  subject  signalled  distraction  one  time  because  he  felt  un¬ 
comfortable  and  did  not  know  what  to  say.  Finally,  one  deaf  subject  noted  that 
he  thought  about  signalling  his  distraction,  but  did  not,  because  he  was  unsure 
of  what  to  say. 

Expert  Judges’  Ratings 

In  an  effort  to  focus  further  upon  the  nonverbal  communicative  behaviors  of 
the  subjects  involved  in  the  study,  three  expert  judges  were  asked  to  view  six 
randomly  selected  five-minute  segments  of  interaction  and  note  nonverbal  behaviors 
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displayed  by  both  deaf  and  hearing  subjects.  The  judges  were  further  asked  to 
note  which  of  the  observed  behaviors,  if  any,  appeared  to  be  distracting  and  to 
comment  upon  any  differences  noted  between  the  nonverbal  communicative  behaviors 
of  deaf  and  hearing  subjects. 

Thus,  like  the  hearing  subjects,  the  expert  judges  were  able  to  observe  and 
describe  a  large  variety  of  nonverbal  behaviors  exhibited  by  the  deaf  subjects 
during  the  interview  experiences  but  found  few  of  these  behaviors  or  mannerisms 
to  be  actually  disruptive  to  communication.  The  expert  judges  noted  distraction 
five  times  during  the  six  trials,  three  times  relating  to  the  behavior  of  the 
deaf  subjects  and  twice  relating  to  the  behavior  of  a  hearing  subject.  In  all 
three  instances  involving  a  deaf  subject,  the  expert  judges  found  the  extremely 
high  pitch  of  the  subject’s  voice  to  be  distracting.  With  regard  to  the  hearing 
subjects,  the  judges  felt  that  one  subject’s  mannerisms  of  placing  her  hands  to 
her  face  when  she  forgot  was  distracting  and  another  judge  found  one  subject’s 
tendency  to  employ  widespread  gestures  to  the  side  to  be  disruptive  to  communi¬ 
cation. 


CONCLUSIONS 

On  the  basis  of  the  data  generated  by  this  study,  it  is  possible  to  develop 
an  initial  classification  of  nonverbal  behaviors  displayed  by  deaf  adults  in 
their  interaction  with  hearing  persons. 


These  behaviors  include: 

Facial  Expressions 

smiles  excessively 

laughs  nervously 

"confused”  facial  expression 

"making  faces"  in  frustration 

nods  head  (responsible) 

focuses  eyes  intently 

Focal  Behaviors  and  Characteristics 

"garbled"  speech 

high  pitch 

extraneous  vocalizations 


Gestures  and  Bodily  Movements 
Literal  Gestures 
signs 

f ingerspells 

writes  in  the  air 

points  to  signify  direction 

Non-Literal  Gestures 

nervous  gestures 

bodily  position  -  leans 
forward  or  backward 

uses  hands  more 

"different"  but  undefined 
bodily  gestures 


Further,  several  important  and  somewhat  unexpected  conclusions  appear  to 
emerge  as  a  result  of  the  data  generated  by  this  study.  First  and  perhaps 
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most  importantly,  it  appears  that  hearing  persons  involved  in  face-to-face  dyadic 
interaction  with  deaf  adults  do  not  single  out  any  one  factor  or  behavior  as 
distracting  but  rather  react  to  the  innate  frustration  and  confusion  which  such 
an  encounter  generates.  It  may  well  be  that  the  entire  process  of  communicating 
with  a  deaf  person  is  so  frustrating  and  disturbing  to  a  hearing  person  that  he 
is  unable  to  single  out  any  one  event,  behavior,  or  mannerism  which  he  recalls  to 
be  distracting. 

A  second  conclusion  suggests  that  the  nonverbal  behavior  of  deaf  adults  in¬ 
volved  in  face-to-face  interaction  with  hearing  persons  may  not  be,  in  reality, 
very  different  from  the  nonverbal  communication  of  a  hearing  person.  Because  of 
the  frustration  and  confusion  encountered  when  a  deaf  and  hearing  person  face  an 
inability  to  communicate  adequately,  both  may  exhibit  a  higher  number  of  non¬ 
verbal  behaviors  comparable  to  the  increased  number  of  mannerisms  noted  when  a 
hearing  person  is  placed  in  a  situation  of  great  pressure,  ambiguity,  and  frus¬ 
tration.  One  major  exception  to  this  conclusion  exists  in  the  category  of  non¬ 
literal  behaviors  or  gestures  exhibited  by  deaf  persons.  When  verbal  communi¬ 
cation  alone  will  not  suffice  for  effective  communication,  the  deaf  person  is 
more  likely  to  alter  his  nonverbal  communication  to  include  the  use  of  sign 
language,  finger spelling,  writing  in  the  air,  and  directional  pointing. 

Third,  hearing  persons  appear  to  understand  the  behaviors  of  deaf  adults 
and  have  very  little  difficulty  assigning  meaning  to  their  facial  expressions 
and  gestures.  Further,  hearing  persons  seem  to  expect  some  differences  in  non¬ 
verbal  communication  and  to  be  quite  tolerant  of  any  minor  differences  which  do 
emerge.  The  self-monitoring  comments  of  the  hearing  subjects  suggest  that  hearing 
people  may  be  very  aware  of  their  own  alterations  in  the  area  of  nonverbal  com¬ 
munication  when  interacting  with  a  deaf  person  and  may,  therefore,  expect  that 
the  deaf  person  will  also  show  his  frustration  and  confusion  in  a  similar  manner. 
This  tendency  to  be  more  critical  of  one’s  own  faults  and  failures  than  one's 
partner’s  can  also  be  observed  in  the  high  number  of  self-blaming  comments  made 
by  both  deaf  and  hearing  subjects. 

Finally,  it  appears  that  anticipation  may  be  the  worst  enemy  of  the  deaf 
adult  in  terms  of  interaction  with  a  hearing  person.  Although  the  deaf  person 
has  some  idea  of  what  to  expect  from  an  encounter  with  a  hearing  person  because 
of  past  experience,  his  hearing  partner  may  have  little  information  on  which  to 
proceed  and  may,  thus,  be  considerably  more  apprehensive  about  the  experience. 
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From  the  observations  and  comments  of  the  hearing  subjects,  it  appears  that 
actual  face-to-face  interaction  with  a  deaf  person  actually  serves  to  reduce 
the  fear  of  future  encounters  and,  surprisingly,  seems  to  motivate  the  hearing 
person  to  learn  more  about  deaf  people  and  to  improve  their  communication  skills 
with  regard  to  the  hearing  impaired  population. 

The  actual  model  of  interaction  suggested  earlier  may  well  apply  to  com¬ 
municative  interaction  which  involves  a  hearing  person  who  has  never  had  face- 
to-face  contact  with  a  deaf  person,  when  he  observed  the  signed  interaction  of 
two  deaf  people.  Watching  the  animated  gestures  and  expressions  of  American 
Sign  Language,  the  hearing  person  may  be  struck  by  the  dissimilarity  of  this 
type  of  communication  to  his  own  and  may  begin  to  fear  what  would  happen  if  such 
a  person  approached  him  and  attempted  to  communicate.  When  that  same  person  is 
actually  engaged  in  conversation  with  a  deaf  person  at  some  later  date,  this 
fear  may  permeate  the  initial  stages  of  his  communication.  If,  however,  the 
hearing  person  perseveres  in  his  attempt  to  communicate  with  his  deaf  partner, 
the  results  of  this  study  suggest  that  his  anticipatory  fears  will  most  probably 
be  lessened  and  may  even  be  replaced  xdLth  a  feeling  of  satisfaction  and  the 
desire  to  repeat  such  an  experience.  This  exact  sequence  of  events  is  described 
by  the  one  hearing  subject  who  became  extremely  apprehensive  before  his  inter¬ 
view  as  he  observed  the  deaf  students  engaged  in  intense  conversation  through 
the  use  of  American  Sign  Language,  but  later  found  that  face-to-face  inter¬ 
action  with  a  single  deaf  person  became  an  enjoyable  and  rewarding  experience. 

Since  the  present  study  represented  an  initial  hypothesis-generating 
approach  to  the  classification  of  nonverbal  behaviors  exhibited  by  deaf  adults 
in  interaction  with  hearing  persons,  further  research  on  this  topic  is  certainly 
warranted.  Suggestions  for  future  research  include  replication  of  the  study  in 
a  field  environment,  further  investigation  of  the  role  of  academic  major,  years 
of  education,  and  personality  of  hearing  persons  as  these  effect  perception  of 
nonverbal  behaviors  of  deaf  persons,  and  research  regarding  the  backgrounds  of 
deaf  persons  who  have  learned  successfully  to  adapt  their  nonverbal  behaviors. 
Additional  analyses  of  nonverbal  behaviors  employed  by  deaf  persons  in  inter¬ 
action  with  other  deaf  people  would  also  be  helpful  in  establishing  a  baseline 
for  future  research  in  this  area. 
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"ON  BECOMING  A  PSYCHOTHERAPIST  FOR  PHYSICALLY 
HANDICAPPED  AND  CHRONICALLY  ILL  CHILDREN  AND  ADOLESCENTS” 

Steven  H.  Vogelstein,  M.A. 

Susan  Goldstein,  M.A. 

In  this  paper  we  explore  the  issues  and  dilemmas  confronted  by  the  clinician 
who  enters  into  a  theraputic  relationship  with  the  sensorily  or  physically  handi¬ 
capped  or  chronically  ill  patient.  In  our  view,  there  are  definite  concerns  of 
practical  and  theoretical  nature  which  influence  the  therapist’s  treatment  with 
such  children  and  adolescents.  This  paper  begins  an  exploration  of  some  of  these 
concerns  and  will  focus  on  practical  clinical  issues. 

Whether  or  not  we  are  working  with  the  disabled,  all  therapists  need  to 
understand  their  own  motivation  for  becoming  psychotherapists  in  the  first  place. 

We  feel  that  not  being  fully  aware  of  this  particular  motivation  when  working 
with  this  special  population  can  create  real  difficulties  in  the  treatment. 

These  are  personal  matters,  unique  to  each  of  us;  however,  some  generalizations 
and  ramifications  can  be  explicated.  We  agree  with  Winnicott  in  his  notion  that 
to  some  extent,  all  people  in  our  field  come  out  of  some  need  to  repair  their  own 
emotional  wounds.  There  is  nothing  wrong  with  this  motive  as  long  as  it  is  per¬ 
sonally  dealt  with  and  the  patients  themselves  are  not  used  for  the  therapists' 
reparative  work.  It  is  our  experience  that  people  working  with  the  chronically 
ill  or  handicapped  are  often  not  only  unconsciously  but  consciously  aware  of 
their  reparative  motives  which  are  frequently  based  on  concrete  realities.  Fre¬ 
quently  a  family  member  has  been  stricken  with  or  is  suffering  with  a  particular 
disability.  Occasionally,  the  therapist  himself  is  the  victim  of  the  disease  or 
handicap.  It  goes  without  saying  that  in  order  for  these  personal  concerns  to 
not  create  a  stumbling  block  for  the  treatment,  the  therapist  will  have  had  to 
deal  with  them  personally,  ideally  in  his  own  treatment.  The  reparative  aspect 
of  our  work  is  usually  silently  accepted  in  our  field  and  rarely  dealt  with  aloud. 
We  believe  it  needs  to  be  acknowledged  and  worked  with  or  it  leads  to  blind  spots 
which  can  impede  the  therapeutic  process  of  gaining  insight  and  awareness. 

Returning  to  the  topic  of  concrete  realities  ...  Historically,  there  have 
been  two  ways  of  training  people  to  work  psycho-therapeutically  with  the  handi¬ 
capped  and  chronically  ill.  The  first  has  been  to  only  focus  on  teaching  thera¬ 
peutic  theory  and  techniques  with  the  assumption  that  they  can  universally,  easily 
and  without  much  modification,  be  applied  to  a  special  population.  The  second 
group  of  therapists  have  historically  come  out  of  education  where  training  focused 
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on  learning  about  the  handicap  itself.  This  is  slowly  changing.  However, 
these  therapists  have  secondarily  learned  about  psychological  theory  and  often 
organize  their  work  around  the  handicap  or  illness. 

We  view  these  two  trends  not  only  as  external  factors  in  training  but  as 
reflective  of  one  of  the  key  tensions  which  must  be  worked  with  in  becoming  a 
psychotherapist  for  this  group  of  patients.  The  dilemma  often  unfolds  as  a 
tension  between  developing  a  psychology  of  the  handicap  as  opposed  to  developing 
an  individual  psychology  of  the  patient. 

In  the  course  of  preparing  this  presentation  we  have  come  to  believe  that 
these  two  positions  need  to  be  integrated.  From  our  experience,  this  inte¬ 
gration  is  a  difficult  process  and  constitutes  a  distinctive  aspect  of  the  de¬ 
velopment  of  our  therapeutic  egos.  We  refer  to  this  issue  as  a  developmental 
struggle  for  the  therapist  because  he  is  attempting  to  bring  together  what  cul¬ 
turally  and  historically  has  been  unintegrated.  To  be  more  specific,  the  con¬ 
crete  reality  of  the  physical  disability  or  illness  potentially  generates  a  high 
level  of  anxiety  in  those  who  are  in  relation  to  them.  What  makes  this  anxiety 
different  for  the  therapist  from  any  other  anxiety  he  might  experience? 

We  believe  that  the  anxiety  comes  about  by  a  threat,  or  potential  narcis¬ 
sistic  insult,  to  the  earliest  foundations  upon  which  a  cohesive  sense  of  self- 
is  built — that  is  our  body  ego  or  our  sense  of  body  integrity.  This  sense  is 
established  very  early  and  is  the  basis  for  our  sense  of  continuity  in  time  and 
space.  Willie  Hoffer  discusses  this  notion  more  in  depth  in  his  papers  which  we 
have  listed  in  our  bibliography.  The  development  of  the  Ego  and  Mouth,  hand,  ego 
Integration. 

Sitting  as  a  therapist  with  a  chronically  disabled  person  threatens  this 
basic  sense  of  self  in  a  profound  way,  touching  on  early,  unconscious,  primitive 
affect  states.  When  we  speak  of  the  fear  of  body  damage  we  are  describing  a 
whole  developmental  continuum  which  includes  primitive  preverbal  experiences 
around  one’s  body  self  and  castration  anxiety.  These  early  experiences  around 
one’s  body  self  are  difficult  to  describe  experientially  because  of  their  primary 
process  quality  and  perhaps  can  only  be  felt  clearly  during  our  dream  states 
and  during  the  narcistic  regressions  which  occur  in  the  therapist.  For  example, 
Winnicott,  in  one  of  his  articles,  shares  the  following  dream  in  response  to  a 
session  with  one  of  his  patients: 

On  this  particular  occasion  I  was  aware  of  the  meaning 
of  the  dream  as  I  woke  or  even  before  I  woke.  The  dream 
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had  two  phases.  In  the  first  I  was  in  the  ’gods’  in  a 
theatre  and  looking  down  on  the  people  a  long  way  below 
in  the  stalls.  I  felt  severe  anxiety  as  if  I  might  lose 
a  limb.  This  was  associated  with  the  feeling  I  have  had 
at  the  top  of  the  Eiffel  Tower  that  if  I  put  my  hand  over 
the  edge  it  would  fall  off  on  to  the  ground  below.  This  ) 
would  be  ordinary  castration  anxiety. 

In  the  next  phase  of  the  dream  I  was  aware  that  the 
people  in  the  stalls  were  watching  a  play  and  I  was  now 
related  through  them  to  what  was  going  on  on  the  stage. 

A  new  kind  of  anxiety  now  developed.  What  I  knew  was 
that  I  had  no  right  side  of  my  body  at  all.  This  was 
not  a  castration  dream.  It  was  a  sense  of  not  having 
that  part  of  the  body  . . . 

We  are  describing  taking  an  area  that  is  usually  outside  the  awareness  of 
the  therapeutic  ego  and  using  it  for  therapeutic  work.  The  therapeutic  ego  is 
taxed  in  specific  ways.  (While  other  areas  of  our  personalities  may  also  be 
taxed,  we  find  it  useful  for  heuristic  purposes  to  distinguish  the  therapeutic 
ego  from  the  rest  of  our  personality.)  In  confronting  the  tasks  involved  in 
becoming  a  therapist  for  this  population,  we  are  often  attempting  to  integrate 
areas  that  usually  lie  outside  the  routine  work  of  the  therapeutic  ego.  This 
step  involves  a  myriad  of  responses,  adaptive  and  defensive,  and  constitutes  a 
new  developmental  step  for  the  therapeutic  ego.  It  is  our  contention  that  as 
with  any  developmental  step,  there  are  expectable  and  indeed  integral  resistances, 
regressions,  and  all  the  other  familiar  intra-psychic  "maneuverings"  accompanying 
developmental  progression.  We  are  focusing  today  on  only  certain  of  the  manifes¬ 
tations  of  this  intricate  process.  Some  clinical  examples  of  these  issues  are 
highlighted  in  the  following  vignettes: 

One  day  several  years  ago  the  therapist  was  preparing  to  meet  a  five  year 
old  girl  in  the  waiting  room  to  do  a  diagnostic  evaluation.  The  therapist  knew 
that  this  little  girl  was  not  only  hard-of-hearing  but  also  suffered  from  congeni¬ 
tal  cranio-f acial  anomalies,  yet  the  fantasy  of  what  she  would  look  like  was  still 
very  vague.  When  the  therapist  approached  her  and  she  turned,  the  therapist  was 
unprepared  for  her  psychological  response.  From  a  side  view,  she  was  a  pretty 
little  thing,  but  as  she  turned  the  therapist  realized  that  this  child  had  only 
half  a  face:  one  eye,  one  ear,  one  nostril,  and  half  a  mouth.  The  therapist 
immediately  got  nauseous  and  wanted  to  vomit  and  it  took  several  moments  before 
she  could  crouch  down  and  introduce  herself  and  walk  with  her  to  the  office. 
Despite  the  therapist’s  intellectual  knowledge  and  anticipation  of  confronting  a 
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seriously  disfigured  child,  she  could  not  stave  off  the  regression  when  con¬ 
fronted  with  the  concrete  reality. 

We  are  not  suggesting  that  such  a  reaction  is  not  desirable  or  to  be 
avoided,  quite  to  the  contrary.  It  is  only  through  our  own  self-awareness 
that  these  experiences  can  be  used  therapeutically.  What  prompted  this  im¬ 
mediate  and  dramatic  regression  was  the  disruption  of  the  therapist’s  sense  of 
self,  a  sense  of  threat  to  her  own  body  integrity  and  her  own  body  gestalt. 

This  vignette  highlights  the  unspoken  need,  usually  taken  for  granted  until  its 
disruption,  for  mirroring  objects  in  our  environment  to  reflect  back  our  sense 
of  intactness.  From  the  time  of  infancy  our  objective  sense  of  body  self 
develops  through  our  identifications  with  the  mirroring  environment.  We  con¬ 
tinue  as  adults  to  rely  on  such  reflections  to  experience  our  continuity  of  self. 

Historically,  the  conceptualization  of  personality  development  has  moved 
upwards,  across  the  life-cycle.  Briefly,  we  can  say  that  with  Freud,  personality 
development  was  thought  to  be  essentially  completed  in  normal  development  with 
the  resolution  of  the  Oedipus  Complex  and  the  resulting  ubiquitous  infantile 
neurosis;  all  later  development  was  thought  to  be  variations  on  the  themes  of 
the  first  6  years  of  life.  Adolescence  was  later  added  on  as  a  developmental 
phase  in  its  own  right.  Erikson’s  8  Stages  of  Man  later  gave  credence  to  the 
idea  of  continuous  developmental  phases  and  phase-specific  tasks  across  the 
entire  life-cycle.  Kohut  has  most  recently  focused  on  narcissistic  development 
and  psychopathology,  and  has  conceptualized  narcissistic  needs  as  being  "trans¬ 
formed"  over  the  life-cycle,  not  "resolved"  and/or  "abandoned".  We  are  emphasizing 
that  as  mature  adults  and  as  therapists,  these  needs  continue. 

Although  not  analagous,  what  occurred  with  this  child  was  similar  to  looking 
at  oneself  in  the  distorted  mirrors  of  an  amusement  park.  To  elaborate  on  this 
metaphor,  in  this  case  the  therapist  could  not  step  away  from  the  distorted  mirror 
and  look  into  a  normal  one  in  order  to  reintegrate  her  sense  of  self. 

Selma  Frailberg  pursued  this  area  at  great  length  as  part  of  her  studies 
with  blind  infants  conducted  at  the  University  of  Michigan  from  1963-1973.  She 
was  particularly  concerned  with  how  congenital  blindness  interferes  with  the 
development  of  a  stable,  integrated  self-image  and  body-sense,  manifested  clinically 
in  the  incredibly  high  incidence  of  autism  in  this  population.  In  her  conclusions, 
she  states: 

"The  blind  child’s  delay  in  the  acquisition  of  "I"  as  a  concept  and  a  stable 
form  appears  to  be  related  to  the  extraordinary  problems  in  constructing  a  self- 
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image  in  the  absence  of  vision  ...  In  infancy,  most  of  the  data  of  self  are 
integrated  into  a  body  scheme  by  submitting  experience  to  visual  tests.  We 
need  only  reflect  on  the  hands  as  a  model.  Through  countless  experiments 
before  six  months  of  age  the  infant  makes  the  discovery  that  "the  hand"  that 
crosses  his  visual  field,  "the  hand"  that  he  brings  to  his  mouth,  "the  hand" 
that  grasps  an  object  is  part  of  himself ,  an  instrument  he  controls.  The  games 
which  he  plays  with  his  hands  before  his  eyes  are  experiments  in  self-discovery. 
It  is  vision  that  gives  unity  to  the  disparate  forms  and  aspects  of  hands  and 
brings  about  an  elementary  sense  of  "Me-ness"  for  hands.  Body  image  is  con¬ 
structed  by  means  of  the  discovery  of  parts  and  a  progressive  organization  of 
these  parts  into  coherent  pictures.  In  constructing  a  body  image,  vision  offers 
a  unique  advantage  that  no  other  sensory  mode  can  duplicate;  the  picture  repli¬ 
cates  exactly,  and  the  picture  by  its  nature  can  unite  in  one  precept  or  a  memory 
flash  all  the  attributes  and  parts  into  a  whole.  Once  the  picture  is  there  it 
does  not  need  to  be  reconstituted  from  its  parts." 

We  can  add  that  the  visual  use  of  a  literal  mirror  as  well  as  the  use  of 
the  figurative  mirror  in  our  seeing  other  people  as  reflecting  our  "sameness" 
contributes  to  our  ongoing  coherent  sense  of  self  and  our  ability  to  maintain  it. 

When  encountering  these  children  we  anticipate  and  welcome  a  regression, 
indeed  we  can  call  it  a  normative  therapeutic  regression.  In  this  case  there  was 
a  quick,  serious  physiological  response  of  wanting  to  spit  this  child  out.  Per¬ 
haps  the  dramatic  nature  of  the  example  is  misleading  in  one  way  because  we  feel 
its  lack  of  subtlety  has  more  to  do  with  not  having  a  long-term  relationship  with 
this  youngster.  We  would  hypothesize  that  any  therapist  with  this  child  would 
deal  with  these  same  issues  within  his  or  her  own  individual  psychology.  In 
this  case,  the  therapeutic  task  was  not  to  repress,  but  to  find  a  workable  dis¬ 
tance  from  the  affects,  without  losing  touch  with  them,  in  order  to  remain  in 
relation  with  her.  Literally,  the  therapeutic  task  was  not  to  vomit  but  to  be 
able  to  tolerate  the  anxiety  and  not  to  act. 

The  narcissistic  issues  of  the  therapist  often  come  into  sharp  focus  in 
the  treatment  of  physically  disabled  patients.  Kohut  has  discussed  the  dis¬ 
comfort  of  the  therapist  with  the  narcissistic  tensions  generated  in  the  treat¬ 
ment  of  Narcissistic  Personality  Disorders  e.g.  his  own  grandiosity,  voyeurism, 
etc.  Specifically,  Kohut  focuses  on  the  potential  discomforts  with  the  patients’ 
need  to  idealize,  depreciate,  and/or  merge  with  the  therapist.  Since  Kohut ’s 
major  emphasis  was  on  the  patient,  rather  than  the  therapist,  we’d  like  to  ela- 


134 


borate  more  on  this  topic.  We’ve  talked  about  the  therapists’  need  for  "on¬ 
going  mirroring"  and  how  the  disruption  of  this  can  become  regressively  manifested. 
It  is  not  just  the  therapist’s  anxiety  about  the  maintenance  of  his  narcisstic 
equilibrium  that  these  patients  can  stimulate,  it  is  also  and  sometimes  primarily 
the  component  instincts  that  get  stimulated  and  then  produce  "therapeutic  anxiety" 
in  the  therapist  which  often  sets  in  motion  defenses  which  can  interfere  with  the 
tasks  of  the  therapeutic  ego. 

We  are  trying  to  talk  about  two  different  but  often  related  sources  of 
anxiety  in  the  therapist.  One  stems  directly  from  the  handicap  or  disability 
and  the  other  is  an  outgrowth  of  the  therapeutic  process  with  these  patients. 
Clinically,  these  two  levels  often  occur  simultaneously  and  we  are  separating 
them  here  for  the  purposes  of  today’s  discussion.  The  therapist  of  handicapped 
and  disabled  patients  is  constantly  struggling  with  voyeuristic  impulses,  we 
are  speculating  that  this  stems  not  from  the  psychology  of  the  patient  all  the 
time,  but  from  the  concrete  disability  itself.  An  adolescent  patient  suffering 
from  serious  ulcerative  colitis  had  been  treated  with  steroids  which  are  known 
to  produce  permanent  side  effects,  one  of  them  being  permanent  stretch  mark 
scarring  all  over  the  body.  In  one  session,  this  girl  came  in  dressed  to  ex¬ 
pose,  for  the  very  first  time,  these  scars.  The  therapist  became  anxious  at 
her  own  voyeuristic  impulses  to  look  and  be  curious  and  wish  to  talk  with  the 
patient  about  her  scars.  The  therapist  became  aware  in  the  session  of  her  own 
preoccupation  with  these  wishes. 

The  therapeutic  task  became  separating  out  the  therapist’s  own  need  to 
look  and  be  curious  stemming  from  her  own  individual  psychology,  from  the  way 
in  which  this  patient  needed  to  be  looked  upon  in  the  treatment.  The  therapist 
became  aware  of  her  wish  for  the  patient  to  cover  herself  up,  as  a  defense  against 
her  own  voyeurism.  It  was  at  this  point  that  she  realized  that  her  anxiety  about 
her  own  voyeurism  might  be  interfering  with  her  ability  to  manage  herself  thera¬ 
peutically;  this  is  the  point  that  we  can  think  of  as  the  therapeutic  ego’s 
signal  anxiety.  While  on  one  level  the  therapist’s  initial  response  to  the 
concrete  reality  of  the  stretch  marks  was  determined  by  her  own  response  to  the 
scars  themselves,  the  other  level  includes  aspects  of  the  transference.  The 
complexity  is  the  intricate  intertwining  of  these  two  aspects  simultaneously  and 
the  therapeutic  task  is  in  unravelling  these  two  threads  . . . 

In  another  case  of  an  adolescent  female,  therapy  began  to  focus  on  her  rage 
at  suffering  a  chronic,  serious,  contral  nervous  system  disorder.  She  began 
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coming  into  sessions  talking  about  all  the  activities  she  could  no  longer  par¬ 
ticipate  in  and  her  rage  at  feeling  attacked  by  her  own  body.  She  experienced 
her  therapist’s  comments  or  interpretations  as  attacks  which  led  him  to  exper¬ 
ience  his  therapeutic  role  and  function  as  sadistic.  Unconsciously,  in  retro¬ 
spect,  the  therapist  began  to  experience  guilt  which  we  can  call  "intactness 
guilt"  for  purposes  of  today’s  discussion.  This  culminated  in  his  recognition 
of  his  impulse  during  one  session  to  inform  her  that  he  had  a  relative  suffering 
from  a  similar  disorder.  The  therapist  thought  this  sharing  would  be  useful  for 
the  treatment  in  a  supportive  way.  He  began  to  feel  anxious  at  this  point  and 
came  to  realize  that  his  impulse  to  share  this  information  was  actually  an 
attempt  to  dissipate  his  anxiety  around  his  intactness.  His  desire  to  share  was 
an  attempt  to  present  himself,  via  his  relative,  as  defective  and,  as  like  his 
patient  in  order  to  relieve  the  guilt  and  anxiety. 

The  therapist’s  impulse  to  tell  his  patient  about  his  relative  is  analagous 
to  the  other  therapist’s  impulse  to  vomit.  Thinking  about  the  continuum  of 
anxiety  we  discussed  earlier,  the  therapist’s  response  to  anxiety  generated  by 
seeing  her  little  patient’s  face  was  so  raw  and  undefended  it  led  to  a  quick 
psychosomatic  response.  There  was  no  signal  of  anxiety.  Its  dramatic  nature 
made  the  situation  more  easily  recognizable  and  worked  with  than  in  the  two 
other  cases.  These  two  cases  delineate  the  daily  work  of  the  therapeutic  ego. 

In  working  with  these  patients,  intactness  guilt  and  its  ramifications  are  in 
the  forefront  and  ubiquitous  and  must  be  constantly  worked  with. 

After  many  years  of  treatment,  Leonard,  a  hard-of-hearing  boy  asked  if  his 
therapist  knew  any  foreign  languages.  After  exploring  Leonard’s  fantasies  he 
persisted  in  wanting  to  know  about  the  therapist’s  skills  regarding  foreign 
languages.  The  therapist  knew  that  the  area  of  languages  was  very  overdetermined 
for  this  boy.  After  a  while,  his  therapist  responded  concretely  by  talking  and 
writing  specific  words  and  sentences  at  the  patient’s  request,  direction,  and 
obvious  delight.  During  this  process,  the  therapist  started  to  become  very 
anxious  in  response  to  her  own  enjoyment  of  displaying  these  particular  talents 
and  the  subsequent  feeling  of  rubbing  Leonard’s  nose  in  his  disability.  The  un¬ 
conscious  guilt  generated  in  the  therapist  caused  her  to  withdraw  from  the  phase 
appropriate  need  of  Leonard  to  bask  in  the  connection  to  an  idealized  object. 

Again  our  point  is  not  to  say  acting  in  and  of  itself  is  acting-out.  We 
want  to  focus  on  our  own  resistance  'to  struggle  with  performing  the  therapeutic 
task.  We  are  defining  the  therapeutic  task  not  as  technique  but  the  internal 
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work  of  the  therapist  —  how  the  therapeutic  ego  functions.  Resistance  to  this 
task  can  come  in  many  different  forms.  We  have  made  a  strong  effort  to  share 
our  feeling  that  acting  in  and  of  itself  can  be  useful  therapeutically  because 
of  the  tendency  of  many  therapists  to  look  at  movement  away  from  "the  therapeutic 
stance"  as  their  own  shortcoming.  The  resistance  to  working  through  what  the 
meaning  of  the  action  is  to  the  patient,  to  the  process,  and  to  themselves  can 
manifest  itself  in  the  form  of  "beating  oneself  over  the  head"  and  maintaining 
the  fantasy  that  such  reaction  are  lapses  which  can  be  avoided.  We  want  to  em¬ 
phasize  that  such  "guilt  trips"  only  serve  to  keep  the  therapist  from  returning 
to  his  correct  position  of  understanding  the  process  and  thus  serve  as  resis¬ 
tances  in  and  of  themselves. 

The  pull  to  act  is  more  intensely  felt  with  chronically  ill  or  handicapped 
patients.  The  concrete  reality  of  the  illness  or  disability  can  easily  promote 
a  regression  in  the  therapist  to  concrete  functioning.  Unlike  dealing  with  ideas, 
fantasies,  and  affects  around  distortions  of  reality,  we  are  confronted  with 
ideas,  fantasies,  and  affects  around  a  reality.  The  resistance  to  sitting  with 
the  pain  and  agony  of  the  patient  frequently  becomes  concretized  around  doing 
something.  It  is  almost  as  if  a  concrete  doing  or  attempt  at  undoing  flows  from 
the  concrete  disability  of  the  patient.  The  pull  is  to  a  parallel  mode  of 

functioning  in  the  therapist. 

CONCLUSION 

The  focus  of  our  presentation  today  has  been  on  the  therapist,  and  also  on 
the  workings  of  the  therapeutic  ego.  We  have  described  some  of  the  "special" 
strains  and  pressures  involved  in  being  a  therapist  with  the  handicapped  or 
chronically  ill  patient.  We  have  conceptualized  these  tensions  as  being  an 
integral  part  of  developmental  steps  of  the  therapeutic  ego. 

In  concluding  we  would  like  to  emphasize  that  this  developmental  process 
does  not  appear  to  have  an  end  point  per  se;-  that  is  to  say  that  the  tensions 
we  have  described  do  not  disappear,  rather  they  become  a  familiar  part  of  the 
daily  work  of  the  therapist  with  this  population. 
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CHAPTER  IV 

"Historical  and  Cross-Cultural  Perspectives 
on  Physical  Impairments  and  Disabilities" 

Handicapped  citizens  action  groups  recently  have  brought  civil  rights 
grievances  to  national  attention  through  political  action  campaigns.  Involve¬ 
ment  in  political  action  has  brought  many  persons  with  disabilities  "out  of  the 
closet"  and  to  public  attention,  and  government  legislation  has  sought  to  rectify 
certain  inequalities  facing  handicapped  persons.  While  it  may  appear  that 
programs  for  persons  with  disabilities  emerged  "full  blown"  virtually  out  of 
nowhere,  there  is  a  rich  and  varied  history  of  the  treatment  of  handicapped 
persons.  Too,  how  disabilities  are  defined  and  responded  to  may  vary  from  one 
cultural  group  to  another.  Cross-culturally  and  historically  informed  analyses 
of  disabilities  tell  us  much  of  where  we  have  been  and  how  we  arrived  at  current 
programs  directed  toward  handicapped  persons.  Cross-cultural  and  historical 
studies  also  reveal  the  prevailing  ideologies  of  the  cause  and  character  of 
handicaps  which  shape  treatment  strategies  and  societal  reaction. 

In  the  first  selection,  Christiansen  examines  the  dominant  theories  of 
disability  and  the  treatment  strategies  which  are  implied  by  the  various  per¬ 
spectives.  Evans  offers  a  brief  and  concise  social  history  of  the  treatment 
of  persons  who  are  mentally  handicapped.  He  combines  a  structural  and  ideologi¬ 
cal  analysis  of  how  stereotypes  of  the  developmentally  disabled  emerged  and  how 
some  of  those  typif ications  remain  with  us  today. 

Finally,  Groce  gives  an  anthropological  account  of  a  New  England  community 
in  which  a  significant  number  of  group  members  were  deaf.  The  majority  of  the 
community — deaf  and  hearing  persons — learned  to  sign;  the  citizens  were,  for  the 
most  part,  fluidly  bi-lingual.  Deafness  was  not  defined  as  a  stigma,  nor  was 
it  a  master/status  as  it  is  in  contemporary  American  society.  Historical  and 
cultural  factors  shape  community  evaluations  of  impairments. 
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SOME  OBSERVATIONS  ON  DISABILITY  AND  REHABILITATION 

John  B.  Christiansen 

Physically  disabled  people  are,  for  a  variety  of  reasons  that  will  be 
discussed  in  this  paper,  limited  in  performing  roles  and  tasks  that  are  gen¬ 
erally  expected  of  an  individual  in  a  social  environment  (Nagi,  1981).  In 
the  United  States  the  physically  disabled  population  is  a  large  and  hetrogen- 
eous  one.  While  there  are  a  variety  of  estimates  of  the  size  and  composition 
of  this  group  (see,  for  example,  Nagi,  1981;  Bowe,  1980;  Burkhauser  and  Haveman, 
1982;  Eisenberg,  1982;  Gliedman  and  Roth,  1980;  Albrecht,  1976),  most  estimates 
seem  to  indicate  that  about  35  million  Americans  are,  to  one  degree  or  another, 
physically  diabled  (Bowe,  1980).  This  estimate  includes  children  as  well  as 
working-age  adults  and  those  over  65.  It  has  also  been  estimated  that  approxi¬ 
mately  17%  of  working  age  adults  (18-64)  in  the  United  States  are  either  limited 
in  the  work  they  can  do,  or  cannot  work  at  all  (Burkhauser  and  Havemen,  1982). 
Among  those  65  and  over,  Albrecht  (1976)  estimates  that  more  than  half  are 
limited  in  some  way  by  a  chronic  impairment. 

It  has  also  been  observed  that  there  are  more  disabled  people  than  ever 
before  in  the  United  States  since  many  people  with  severe  impairments  who 
might  have  died  twenty  or  forty  years  ago  are  now  alive  and,  frequently,  quite 
well  (Eisenberg,  1982).  Eisenberg  also  notes  that  it  is  only  within  the  past 
forty  years  that  people  have  faced  the  prospect  of  a  lifetime  in  a  wheelchair. 

Two  ’’Models"  of  Disability 

While  somewhat  over  simplified,  it  is  not  too  misleading  to  suggest  that 
there  have  been  two  general  theoretical  models  used  by  those  interested  in 
examining  various  social  aspects  of  physical  disabilities,  and  physically  dis¬ 
abled  people,  during  the  past  half  century.  The  more  traditional  model,  com¬ 
monly  referred  to  as  the  "medical  model",  suggests  that  the  impairment  itself 
is  the  major  problem  faced  by  disabled  people.  It  is  assumed  that  it  is  the 
impairment  which  explains  the  behavior  and  attitudes  of  physically  disabled 
people.  (The  impairment  is  also  assumed  to  explain  findings  such  as  those 
which  show  that  the  economic  and  social  status  of  physically  disabled  people 
is  generally  inferior  to  the  nondisabled.)  In  short,  as  Bartel  and  Guskin 
(1971)  point  out,  the  assumption  of  the  medical  model  is  that  some  people  are 
mentally  or  physically  impaired,  and  others,  usually  those  who  are  not  simi¬ 
larly  afflicted,  are  simply  acknowledging  the  presence  of  pre-existing,  objec- 
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tive  characteristics  when  it  identifies  them  as  such.  Once  such  a  determina¬ 
tion  is  made,  then,  one  can  proceed  to  establish  various  programs,  such  as  vo¬ 
cational  rehabilitation  services,  to  help  disabled  people  cope,  adjust,  or 
otherwise  deal  with  their  problems,  until,  at  some  future  time,  "...they  have 
become  like  the  rest  of  us."  (Bowe,  1980).  Some  of  the  programs  and  practices 
which  are  predicated  on  the  medical  model  will  be  discussed  in  greater  detail 
below.  It  should  be  mentioned  here,  however,  that  by  collectively  agreeing  to 
assign  a  medical  cause  to  the  disabled  person's  behavior,  society,  in  essence, 
denies  its  responsibility  for  excluding  the  person  from  the  type  of  social  life 
which  is  taken  for  granted  by  most  of  the  nondisabled  population  (see  Gliedman 
and  Roth,  1980;  Zola,  1977). 

Among  sociologists,  the  medical  model  has  been  rather  convincingly  chal¬ 
lenged,  especially  since  the  mid-1960's,  although  at  least  some  reviewers  sug¬ 
gest  that  many  sociologists  working  in  the  area  of  disability  still  tend  to 
accept  this  general  model  in  their  research  (Bynder  and  New,  1976) .  The  chal¬ 
lenge,  basically,  is  that  the  major  problem  faced  by  physically  disabled  people 
is  not  so  much  the  impairment  itself,  but  the  disabling  reactions,  and  the  con¬ 
sequences  of  these  reactions,  from  the  nondisabled.  This  view,  which  might  be 
called  the  "social  construction  of  disability,"  treats  disabilities  as,  primarily, 
a  social  problem  rather  than  as  a  medical  problem.  As  Meyerson  (1971:7)  points 
out : 

In  strictly  objective  terms  it  can  be  said  only  that 
variations  in  physique  exist.  Which  variation  will 
be  considered  disabilities,  impairments,  or  handicaps 
is  strictly  relative  to  the  expectations  of  the  culture 
in  which  the  person  lives,  the  tasks  that  are  required 
of  him,  and  the  meaning  the  person  himself  and  others 
may  assign  to  the  variation. 

A  number  of  other  social  scientists  make  this  same  general  point,  and 
discuss  a  few  of  the  reasons  why  some  physical  differences,  rather  than  others, 
might  be  collectively  identified  as  disabling  (for  example,  Wright,  1960; 

Yamamoto,  1977;  Safilios-Rothschild,  1970;  Conrad  and  Schneider,  1980;  Shapiro, 
1981;  Albrecht  and  Levy,  1981).  Space  limitations  preclude  a  detailed  dis¬ 
cussion  of  this  issue  here,  but  it  is  clear  that  cultural  norms  and  values,  as 
well  as  the  social,  political,  and  economic  structure  of  the  society,  play  an 
important  role  in  this  process. 

It  is  important  to  note  that  this  perspective,  in  general,  does  not  imply 
that  the  impairments  are  unimportant.  Rather,  the  emphasis  is  on  the  society 
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which  excludes  the  disabled  person  from  the  social  mainstream  rather  than  the 
impairment  itself.  As  will  be  noted  in  greater  detail,  below,  there  is  some 
disagreement  among  sociologists  concerning  the  relative  importance  of  these  two 
factors,  the  impairment  and  the  social  reactions,  when  examining  the  lives  of 
disabled  people. 

The  view  that  the  problems  faced  by  physically  disabled  people  are  caused 
in  large  measure  by  environmental  factors  rather  than  biological  ones  appears 
to  be  increasingly  accepted  among  sociologists  working  in  this  field.  (The 
extent  to  which  the  assumptions  of  the  medical  model  remain  a  part  of  the  lay¬ 
person’s  conventional  wisdom  is  an  unanswered  question.  It  seems  likely,  how¬ 
ever,  that  it  is  still  very  much  a  part.)  Almost  all  of  the  work  published  in 
the  last  two  decades  which  I  have  reviewed  can  be  said  to  at  least  acknowledge 
the  importance  of  social  factors  while  examining  a  variety  of  issues  concerning 
the  physically  disabled.  Some  of  the  approaches  that  have  been  used,  as  well 
as  some  of  the  findings,  will  be  examined  below. 

Disability  as  Deviance 

A  fairly  common  sociological  approach  to  the  study  of  the  physically  dis¬ 
abled  is  one  that  essentially  views  disability  as  deviance  (labeling  theory) . 
This  approach  suggests  that  various  societal  procedures  for  identifying  and 
assisting  those  with  physical  impairments  create  and  perpetuate  deviant  behavior 
on  the  part  of  the  disabled.  In  the  jargon  of  labeling  theory,  the  focus  is  on 
secondary  rather  than  primary  deviance:  the  deviant  behavior  that  follows  from 
the  assignment  of  the  deviant  role  (Gove,  1976;  Scott,  1965,  1969;  Safilios- 
Rothschild,  1970;  Friedson,  1965). 

One  fundamental  concept  in  the  labeling  theory  tradition,  of  course,  is 
that  of  stigma  (Goffman,  1963) .  The  basic  argument  is  that  by  arbitrarily 
labeling  a  person  or,  perhaps  more  accurately,  a  condition  as  deviant  (or 
disabling),  one  is  essentially  stigmatizing  the  person,  giving  the  person  an 
almost  irreversible  mark  of  disgrace.  Then,  because  of  the  stigma,  the  person 
is  generally  excluded  from  the  world  of  everyday  life  which  is  enjoyed  by  those 
not  so  labeled. 

One  feature  of  the  stigmatization  process  that  has  been  examined  in  the 
literature  is  the  so-called  "spread"  effect  (Saf ilios-Rothschild,  1970;  Bartel 
and  Guskin,  1980,  for  example).  This  refers  to  the  process  by  which  all  aspects 
of  a  person’s  life  are  contaminated  by  the  label  received  for  an  impairment 
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that  has  been  collectively  defined  as  handicapping.  As  Gliedman  and  Roth 
(1980)  argue,  a  stigma  of  "handicapped"  hampers  the  bearer’s  ability  to  assume 
almost  any  positive  social  role.  Moreover,  the  impairment  is  frequently  seen 
by  others  to  be  integral  to  the  disabled  person’s  very  being.  As  such,  vir¬ 
tually  all  contact  with  a  disabled  person  is  predicated  on  the  belief  that  one’s 
"disabled  role"  is,  or  should  be,  one’s  dominant  role.  A  disabled  person,  then, 
is  treated  differently  because  of  his  disability,  and  he  is  subsequently  ex¬ 
pected  to  behave  differently  (Gliedman  and  Roth,  1980) . 

In  a  study  which  illustrates  some  of  the  consequences  of  stigmatization, 
Becker  (1981)  found  that  many  older  deaf  people  have  developed  strong  feelings 
of  inferiority.  She  notes,  in  this  context,  the  elaboration  of  signs  that 
connote  stupidity  in  American  Sign  Language  that  are  used  by  members  of  the 
deaf  community  she  studied. 

What  are  some  of  the  ways  that  disabled  people  cope  with  the  stigma  that 
is  appropriated  to  them?  One  possibility  is  for  people  with  an  impairment 
to  deny  they  are  disabled  (that  is,  try  to  "pass")  or  to  try  to  be  seen  as 
ill  rather  than  disabled  (Safilios-Rothschild,  1970;  Bartel  and  Guskin,  1971; 
Yamamoto,  1977).  Another  approach  is  to  attempt  to  take  the  initiative  in 
any  realtionship  with  nondisabled  people.  Rather  than  passively  accept  the 
stigma  forced  upon  them,  many  physically  disabled  people  have  attempted  to 
manage  or  control  social- interaction  with  the  nondisabled,  often  by  viewing 
their  disability  in  non-medical  terms  (Becker,  1981;  Anspach,  1979,  for 
example).  In  addition,  some  disabled  people,  especially  deaf  people,  have 
created  communities  of  their  "own  kind"  as  a  way  of  handling  this  issue.  This, 
in  some  cases,  involves  elevating  their  status  and,  while  perhaps  not  quite 
proclaiming  that  "blind  is  beautiful"  or  "deaf  is  delightful",  directly  as¬ 
saults  the  negative  views  of  the  non-disabled  "outsiders"  (Anspach,  1979). 

As  noted  above,  it  appears  that  most  contemporary  social  scientists 
acknowledge  the  general  importance  of  social  factors  when  attempting  to  study 
the  lives  of  the  physically  disabled.  There  are,  however,  several  studies 
which,  while  emphasizing  the  role  nondisabled  people  play  in  determining 
the  conditions  under  which  disabled  people  live,  offer  some  criticisms  of 
the  labeling  perspective.  Anspach  (1979),  for  example,  suggests  that  the 
view  of  the  disabled  person  as  a  passive  recipient  of  a  stigmatizing  label 
forced  upon  him  by  others  may  be  unwarranted.  Anspach  \argues  that  because 
labeling  theory  emphasizes  an  essentially  passive,  powerless  victim  (see 
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Friedson,  1965:81,  for  example),  it  is  not  capable  of  analyzing  a  situation 
where  the  disabled  person’s  identity  is  a  product  of  negotiation  with  the 
nondisabled  public. 

Perhaps  the  most  thoughtful  criticism  of  the  labeling  perspective  is 
suggested  by  Gove  (1975).  He  notes,  in  essence,  that  labeling  theory  is  in¬ 
compatible  with  what  might  be  called  the  "rehabilitation  model"  (especially 
those  aspects  of  the  rehabilitation  perspective  that  do  not  simply  assume 
the  disabled  person’s  problems,  or  sense  of  self,  flow  directly  from  the  im¬ 
pairment)  .  Gove  observes  that  while  labeling  theorists  see  disability  as 
being  created  and  perpetuated  by  societal  procedures,  rehabilitation  theorists 
see  the  same  procedures  as  helping  the  disabled  person  to  lead  a  normal  life.^ 

He  suggests  that  the  important  question  which  still  needs  to  be  addressed  is: 

Are  the  circumscribed  role  characteristics  of  those  coming  through  the  rehabili¬ 
tation  system  examples  of  deviant  behavior,  or  simply  examples  of  appropriate 
behavior  under  the  circumstances?  Are  the  labeling  consequences  always  negative? 
Gove  concludes  that  the  bottom  line  for  the  rehabilitation  model  is  that  society 
should  intervene  and  assist  physically  disabled  people  in  some  way.  On  the  other 
hand,  he  suggests  that  the  bottom  line  for  the  labeling  (social  reaction)  theory 
model  is  that  society  should  not  intervene.  On  balance,  Gove  argues  that  the 
rehabilitation  model  is  preferable,  but  cautions  that  rehabilitation  can  keep 
people  dependent,  and  prevent  them  from  reaching  their  potential. 

Another  issue  that  has  been  examined  with  some  frequency  in  the  labeling 
literature  is  that  issue  of  what  might  be  called  the  "positive  aspects"  of 
labeling.  Haber  and  Smith  (1971)  and  Smith  (1975),  for  example,  see  labeling 
as  essentially  a  "legitimation  of  incapacity"  which  can  lead  to  adaptive  op¬ 
portunities,  that  is,  rehabilitation  (or  even  recovery — delabeling),  for  the 
disabled.  Physically  disabled  people  may  actively  seek  the  label  instead  of 
trying  to  avoid  it  in  order  to  call  attention  to  their  plight.  Once  the  im¬ 
pairment  is  "accepted,"  the  behavior  of  disabled  people  can  become,  in  a  sense, 
separate  but  equal.  That  is,  "normal"  behavior  for  disabled  people  would  be 
seen  as  variant,  but  equivalent,  to  those  expected  of  non-disabled  others 
(Haber  and  Smith,  1971). 

Haber  and  Smith  do  acknowledge  that  there  can  be  some  negative  consequences 
of  labeling,  especially  when  nondisabled  others  spread  the  label  to  other  areas 
of  a  disabled  person’s  life.  Nevertheless  they,  like  Gove,  suggest  that  in 
the  final  analysis,  labeling  and  treatment  is  preferable  to  non-labeling  and 
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non-treatment . 

In  labeling  theory  terms,  for  those  who  suggest  that  labeling  can  frequently 
be  a  positive  process,  primary  deviance  assumes  more  importance  than  secondary 
deviance.  This  approach,  of  course,  is  close  to  the  emphasis  of  the  medical 
model,  but  is  usually  accompanied  with  enough  acknowledgments  of  the  importance 
of  a  variety  of  "social  factors"  to  avoid  a  complete  identification  with  the 
medical  model. 

In  an  interesting  study,  Zahn  (1973)  provides  some  empirical  support  for 
the  perspective  which  questions  the  negative  consequences  of  the  labeling  pro¬ 
cess.  After  examining  a  sample  of  over  one  thousand  severly  disabled  people 
in  three  states,  she  found,  in  general,  that  the  more  severly  impaired  a  person 
is  the  better  the  interpersonal  relations  are  likely  to  be  with  family,  spouse, 
friends,  etc.  According  to  labeling  theory,  a  person  who  has  been  labeled  as 
disabled,  that  is,  stigmatized,  is  likely  to  have  difficulty  interacting  with 
nondisabled  others.  Among  her  subjects,  however,  an  unambiguous  indication  of 
disability  apparently  facilitated  interpersonal  relations  with  other  people. 

Perhaps  in  some  situations,  especially  in  face-to-face  encounters  with 
the  nondisabled  where  it  is  difficult  to  "pass"  even  if  one  wanted  to,  by 
emphasizing  (or  at  least  not  trying  to  ignore)  the  impairment  the  physically 
disabled  person  can  gain  some  control  over  the  situation  and  perhaps  be  seen 
as  a  person  with  an  impairment  rather  than  as  an  impaired  person.  In  other 
cases,  though,  it  may  be  more  difficult  to  eliminate  the  negative  aspects  of 
labeling.  At  the  social  structural  level,  for  example,  a  general  labeling  of 
those  with  a  certain  impairment  as  handicapped  may  lead  nondisabled  people 
to  avoid  any  contact  with  the  disabled  at  all.  And,  if  there  is  no  contact, 
there  are  few  opportunities  for  reducing  or  eliminating  the  pernicious  con¬ 
sequences  of  collective  stigmatization. 

Role  Behavior 

Another  major  theme  in  the  sociological  literature  on  the  physically 
disabled  is  concerned  with  the  roles  that  are  generally  available  and  encouraged 
for  disabled  people.  Some  of  the  roles,  such  as  the  "sick  role",  seem  to 
be  predicated  primarily  on  the  medical  model,  while  other  roles  are  based  on  the 
fact  that  disabled  people  have  been  labeled  as  deviant,  and  are  expected  to 
behave  accordingly.  Other  roles  which  disabled  people  frequently  take  reject ^ 
the  dependent  emphasis  which  is  a  feature  of  both  of  the  first  two  types  and, 
instead,  emphasize  assertiveness  and  independence.  Closely  related  to  the 
whole  idea  of  role  behavior  is  the  disabled  personas  definition  of  self.  As 
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one's  self-concept  is  greatly  influenced  by  the  roles  one  is  encouraged  to 
play,  an  examination  of  the  effect  of  expectancies  is  of  some  consequence. 

The  major  contribution  to  the  study  of  role  behavior  among  the  ill  is 
Parsons'  (1951)  discussion  of  the  sick  role.  Without  going  into  any  great 
detail  at  this  point,  suffice  it  to  say  that  many  writers  have  pointed  out 
the  obvious  fact  that  Parsons'  conception  of  the  sick  role  has  rather  limited 
applicability  for  long  term,  chronic  disability  since  the  patient  usually 
does  not  get  better  (even  though  he  may  want  to,  and  may  seek  competent  help) 
(Litman,  1972;  Nagi,  1965;  Friedson,  1965,  for  example).  Another  shortcoming 
of  the  traditional  sick  role  is  the  assumption  that  all  people  with  illnesses 
behave  in  pretty  much  the  same  way,  and  that  the  physician's  point  of  view  is 
the  only  one  that  is  recognized  (Saf ilios-Rothschild ,  1970). 

Several  authors  suggest  that  something  like  a  "chronic  sick  role"  or  a 
"disabled  role"  is  a  more  accurate  depiction  of  the  situation  which  confronts 
the  physically  disabled  person.  As  Gliedman  (1979)  notes,  a  person  in  this 
role  is  not  only  powerless  because  he  is  sick,  but  he  can  be  seen  as  doubly 
powerless  because  he  cannot  master  the  task  of  getting  well.  In  this  situation 
the  disabled  person's  dependent  status  is  virtually  guaranteed,  and  is  frequently 
permanent.  (Saf ilios-Rothschild,  1976,  has  noted  the  similarities  between 
the  disabled  role  and  the  traditional  "feminine"  role  found  in  the  United 
States . ) 

While  all  the  implications  of  the  disabled  role  have  not  been  spelled 

out,  Saf ilios-rothschild  (1976:41),  for  example,  notes  that: 

The  individual's  assumption  of  the  disabled  role 
implies  that  he  is  willing  to  accept  any  job, 
even  one  inferior  to  his  level  of  ability, 
to  associate  mainly  with  other  disabled  persons, 
and  to  maintain  the  status  quo . 

More  attention  must  be  paid  to  the  various  social  processes  and  struc¬ 
tures  that  produce  disabled  roles  which  promote  dependence  among  physically 
disabled  people  (Shapiro,  1981).  Surely,  though,  one  such  structure  is  the 
rehabilitation  system  in  the  United  States  which  will  be  discussed  in  more 
detail  in  the  next  section  of  this  paper.  Other  examples  which  lie  outside 
the  scope  of  the  paper  include  the  workmen's  compensation  program,  SSI,  SSDI, 
and  other  programs  ostensibly  set  up  to  assist  disabled  people  but  which, 
while  attempting  to  do  this,  also  do  much  to  perpetuate  their  dependency. 

What  is  the  effect  of  the  requirements  of  the  disabled  role  on  the 
physically  disabled  person's  self-concept?  Safilios-Rothschild  (1976)  suggests. 
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for  example,  that  if  one  accepts  the  disabled  role  this  means,  in  essence, 
that  one  is  relinquishing  self-determination  and  the  choice  of  alternatives 
that  an  able-bodied  person  takes  for  granted.  And,  if  the  disabled  person  is 
unwilling  to  do  what  is  required  in  this  role,  a  variety  of  formal  and  informal 
sanctions  are  invoked.  Other  labeling  theorists  (Friedson,  1965,  for  example) 
suggest  pretty  much  the  same  thing. 

In  addition  to  expected  disabled  role  behavior,  Litman  (1970)  and  Conrad 
and  Schneider  (1980),  for  example,  suggest  that  cultural  values,  such  as  the 
"body  beautiful"  or  the  "body  whole",  can  lead  physically  disabled  people 
to  see  themselves  as  others  see  them,  which  is  as  someone  less  than  normal. 

Thus,  disabled  people  may  come  to  feel  shame,  inferiority,  and  worthlessness 
rather  than  enjoy  high  self-esteem  and  social  acceptance. 

Because  of  the  preponderance  of  negative,  dependent  expectations  associated 
with  the  chronic  sick  or  disabled  role,  whether  this  is  due  to  the  impairment 
itself  or  a  consequence  of  the  labeling  process,  it  is  not  surprising  that  the 
effort  to  radically  alter  this  conception  is  of  fairly  recent  origin.  Now  that 
many  social  scientists  and  others  are  documenting  the  arbitrary  nature  of  the 
structures  that  perpetuate  dependency,  and  now  that  many  disabled  people  are 
demanding  equal  rights  and  equal  access  to  the  goods  and  services  the  nondisabled 
take  for  granted,  it  may  be  that  in  the  future  the  gap  between  the  disabled 
role  and  the  "abled"  role  will  become  noticeably  narrower. 

There  have  been  a  few  other  roles  that  disabled  people  occasionally  take 
that  have  been  examined  in  the  literature  and  which  are  worth  mentioning 
briefly  here.  One  important  one  is  marginality.  It  has  been  suggested  that 
some  mildly  or  less  visibly  impaired  individuals  are  caught  between  two  worlds, 
the  world  of  the  disabled  and  the  world  of  those  who  are  not,  and  that  this 
ambiguous  position  can  lead  to  a  great  deal  of  stress  and  confusion.  The 
hard-of-hearing  person  is  a  case  in  point.  In  the  study  by  Zahn  (1973)  re¬ 
ferred  to  above,  she  found  that  the  most  negative  impact  on  interpersonal 
relations  between  disabled  and  nondisabled  people  occurred  when  there  was  some 
ambiguity  concerning  the  degree  of  impairment  a  person  had. 

The  somatopsychological  perspective  also  attempts  to  explain  the  greater 
frustrations  experienced  by  those  with  milder  or  less  visible  disabilities. 
Because  they  may  strive  for  goals  which  are,  for  whatever  reason,  out  of  reach, 
the  mildly  disabled  person  may  face  a  constant  series  of  frustrations  (McDaniel, 
1969).  While  not  limited  to  mildly  disabled  people,  Nash  and  Nash  (1981), 


employing  an  ethnomethodological  perspective,  make  a  similar  observation  con¬ 
cerning  hearing  impaired  persons.  They  suggest  that  when  people  anticipate 
the  norms  and  values  of  a  reference  group  to  which  they  aspire,  but  in  which, 
for  whatever  reason,  they  cannot  participate,  marginality  is  a  likely  outcome. 

A  final,  general  approach  that  deals  with  the  role  behavior  of  physically 
disabled  people  has  focused  on  face-to-face  encounters  with  nondisabled 
people.  Whether  due  to  the  consequences  of  stigmatization,  or  to  the  fact 
that  an  impairment  itself  can  be  disruptive  (Higgins,  1980),  it  has  been  noted 
that  this  type  of  situation  can  be  quite  stressful  for  disabled  people  as  well 
as,  apparently,  for  the  nondisabled  as  well.  We  have  known  for  some  time  now 
that  face-to-face,  casual  interactions  between  physically  disabled  people  and 
the  nondisabled  tends  to  be  uncomfortable,  characterized  by  more  physical  dis¬ 
tance,  terminated  rather  quickly,  and  tends  to  exhibit  less  variability  in 
behavior  than  interaction  which  is  limited  to  those  without  impairments  (Barker 
et  al.,  1953;  Kleck,  et  al.,  1966;  Albrecht,  1976). 

What  are  disabled  people  to  do  in  these  potentially  threatening  situations 
As  noted  above,  it  appears  that  the  best  "strategy"  for  a  disabled  person  in 
such  an  encounter  is  to  take  the  initiative,  if  possible,  and  try  to  define  the 
situation  in  his  own  terms.  It  has  been  observed  that  in  such  situations  non¬ 
disabled  people  are  unlikely  to  try  to  change  the  situation  very  much  as  the 
encounter  is  not  as  threatening  to  them  (Gove,  1975). 

Davis  (1964)  suggests  that  "deviance  disavowal"  often  occurs  in  rather 
ambiguous,  casual  face-to-face  encounters  between  the  physically  disabled  and 
those  not  so  afflicted.  In  such  a  situation  the  disabled  person  often  tries 
to  control  the  situation  so  that  normal,  or  near  normal,  interaction  can  occur. 
Davis  suggests  that  one  approach  the  disabled  person  can  use  is  to  try  to  over¬ 
come  the  interactional  barrier  that  exists  between  what  he  calls  "narrow  fic¬ 
tional  acceptance"  and  more  spontaneous  forms  of  relatedness. 

In  a  similar  vein,  Higgins  (1980)  suggests  that  in  order  to  effectively 
cope  with  the  demands  of  the  situation  in  a  face-to-face  encounter  with  non¬ 
disabled  others,  the  disabled  person  may  call  attention  to  the  impairment  it¬ 
self.  This  strategy  may  be  particularly  applicable  for  those  like  the  hearing 
impaired  and  others  who  have  less  visible  disabilities. 

Rehabilitation 


Rehabilitation,  particularly  vocational  rehabilitation,  in  the  United 
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States  has  an  interesting  history  (see,  for  example,  Saf ilios-Rothschild,  1970; 
Straus,  1965;  Burkhauser  and  Haveman,  1982).  Beginning  in  earnest  with  the 
first  federal  involvement  in  the  vocational  rehabilitation  system  over  fifty 
years  ago  in  response  to  disabled  World  War  I  veterans,  the  primary,  manifest 
function  of  the  system  has  been  "...the  maximization  of  ability  in  all  areas 
of  those  who  at  the  termination  of  medical  care  have  residual  disabilities 
that  interfere  with  or  inhibit  their  ’normal’  functioning"  (Saf ilios-Rothschild, 
1970:xvi).  Albrecht  (1976)  suggests  that  the  traditional  goals  of  rehabilitation 
are;  to  get  the  disabled  person  back  to  work,  to  maximize  independence,  to  im¬ 
prove  the  self-image  of  the  disabled  person,  and  to  increase  respect  for  life. 
Wessen  (1965),  Nagi  (1965),  Friedson  (1965),  Ben-Sira  (1981),  and  Anspach 
(1979)  also  emphasize  these  basic  points:  that  the  manifest  function  of  re¬ 
habilitation  is  to  restore  optimal  functioning  and,  if  possible,  integrate  the 
disabled  person  into  the  society. 

Fordyce  (1976)  adds  that,  traditionally,  the  rehabilitation  system  in  the 
United  States  has  assumed  that  one’s  behavior  is  primarily  a  function  of  one’s 
personality.  As  a  consequence,  rehabilitation  personnel  have  tried  to  change 
the  disabled  person’s  personality,  primarily  by  trying  to  motivate  him  to  want 
to  do  something  about  his  plight.-  Saf ilios-Rothschild  (1970)  and  Thomas  (1966) 
also  describe  the  dominant  emphasis  on  motivation  in  rehabilitation  settings. 
Safilios-Rothschild  suggests  that  both  physicians  and  rehabilitation  personnel 
encourage  disabled  people  to  "pull  themselves  together",  accept  their  disability, 
and  learn  to  live  with  it  as  best  they  cano  It  is  basically  the  disabled  per¬ 
son’s  fault  if  he  allows  the  impairment  to  become  a  handicap.  Needless  to  add, 
much  of  what  transpires  in  the  rehabilitation  setting  is  predicated  on  the 
medical  model,  discussed  above. 

Some  of  the  most  interesting  sociological  work  in  the  entire  field  of 
disability  is  an  effort  to  suggest  that  some  of  the  manifest  functions  of  the 
rehabilitation  system  are  not  fully  realized  and,  in  fact,  have  some  very 
unintended,  negative,  consequences.  As  a  starting  point,  it  is  worth  noting 
that  one  of  vocational  rehabilitation’s  primary  goals,  to  return  disabled 
workers  to  the  labor  force,  has  met  with,  at  best,  limited  success.  Gliedman 
and  Roth  (1980),  for  example,  note  that  during  the  1970’s  about  500,000  dis¬ 
abled  workers  received  retraining  at  one  of  over  3,000  vocational  rehabilitation 
workshops  in  the  United  States.  However,  only  one  in  ten  subsequently  found 
work.  Safilios-Rothchild  (1970)  reported  that  during  one  year,  1966,  while 
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200,000  disabled  people  were  "rehabilitated"  in  the  United  States,  this  re¬ 
presented  only  about  1%  of  the  total  number  of  disabled  people  eligible  for 
services.  In  fact,  this  number  is  less  than  the  number  of  people  that  became 
disabled  during  1966. 

Several  writers  have  emphasized  that  far  from  fostering  independence  on  the 

part  of  the  disabled  people  who  seek  their  services,  rehabilitation  agencies  are, 

instead,  organized  to  perpetuate  dependence  and  compliance  (Sussman,  1965a; 

Carver  and  Rodda,  1978;  Albrecht  and  Levy,  1981;  Bloom,  1965;  Scott,  1965,  1969; 

Litman,  1972;  Safilios-Rothschild,  1970).  Saf ilios-Rothschild  (1970:80-81), 

for  example,  observes  that  there  is: 

...some  evidence  suggesting  that  the  desirable 
rehabilitant  role  (in  the  eyes  of  rehabilitation 
workers)  is  a  compliant  one,  with  total  acceptance 
of  the  rehabilitators ^  definitions  of  the  disability 
as  well  as  their  formulations  of  rehabilitation  goals. 

The  ubiquitous  trend  towards  the  professionalization  of  health  care  occu¬ 
pations  (Coe,  1976)  can  also  foster  dependency  among  disabled  people  seeking 
rehabilitation  services.  As  rehabilitation  counselors,  for  example,  become 
more  "professional,"  and,  perhaps,  more  aloof,  this  can  hinder  both  the  develop¬ 
ment  of  interdisciplinary  approaches  to  rehabilitation  and  efforts  to  increase 
patient  participation  in  the  decision  making  process. 

Related  to  the  above  comments  concerning  dependency  is  the  observation 
that  rehabilitation  often  tends  to  emphasize  a  disabled  personas  limitations 
rather  than  his  abilities.  As  such,  instead  of  reducing  or  eliminating  the 
stigma  that  is  frequently  associated  with  disability,  it  is  perpetuated 
(Sussman,  1965a;  Nagi,  1965,  1969).  In  addition,  Scott  (1965)  and  Friedson 
(1965)  see  rehabilitation  as  a  process  of  determining  the  form  that  deviance 
will  take,  not  a  movement  from  disability  to  more  normal  functioning.  In  this 
context,  Friedson  suggests  that  rehabilitation  agencies  often  do  not  take  into 
account  the  disabled  person’s  feeling  about  himself,  nor  do  they  encourage  him 
to  express  what  he  really  thinks.  Moreover,  this  emphasis  on  limitations  rather 
than  abilities  may  be  quite  unconscious,  and  thus  somewhat  difficult  to  change. 

Given  the  encouragement,  however  subtle,  to  remain  dependent  and  limited, 
it  is  not  surprising  that  there  is  apparently  little  relationship  between  assis¬ 
tance  by  a  formal  rehabilitation  agency  and  future  success,  particularly  in  the 
workplace.  On  this  point,  Ben-Sira  (1981)  in  a  study  conducted  in  Israel, 
found  that  coping  by  oneself,  or  coping  with  the  help  of  a  primary  group,  is 
predictive  of  future  success.  Help  by  a  formal  rehabilitation  agency,  however. 
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carries  with  it  the  likelihood  of  failure  and  dependence.  Similarly,  Safilios- 
Rothschild  (1970)  suggests  that  there  is  some  evidence  that  disabled  people  who 
manage  to  keep  up  contacts  xd.th  significant  others,  and  who  have  not  relinquished 
any  of  their  social  roles,  have  the  best  chance  of  achieving  successful  rehabili¬ 
tation. 

Like  any  large  bureaucracy,  rehabilitation  agencies  are  characterized  by 
what  might  be  called  organizational  imperatives.  As  Sussman  (1965a: 234)  notes: 
"...the  disabled  individual’s  rehabilitation  outcome  is  affected  as  much  or 
even  more  by  the  organizational  structure  of  rehabilitation  than  by  his  medical 
and  physical  deficiencies."  Sussman  (1976)  also  argues  that  the  rehabilitation 
bureaucracy  reduces  the  range  of  possibilities  open  to  the  client.  Further, 
Sussman  (1969)  suggests  that  because  organizations,  including  rehabilitation 
organizations,  need  a  stable  population  in  order  to  insure  that  funds  keep 
flowing  in,  some  patients,  especially  those  dependent  on  public  funding,  are 
kept  longer  than  necessary. 

In  sum,  because  of  incongruities  between  the  needs  of  the  organization  and 
ideal  rehabilitation  requirements,  a  disabled  person  may  be  rehabilitating  him¬ 
self  in  the  areas  he  wishes  (perhaps  with  the  help  of  significant  others) ,  but 
fail  according  to  the  judgment  of  the  rehabilitation  personnel. 

One  additional  imperative  of  some  importance  to  rehabilitation  agencies 
is  the  need  to  appear  successful,  particularly  to  those  who  provide  them  with 
funds.  Since  the  major  goal  of  rehabilitation  has  generally  been  to  return 
disabled  people  to  employment,  that  is,  vocational  rehabilitation  (even  though 
the  agencies  have  not  been  overwhelmingly  successful,  as  noted  above),  those 
selected  are  frequently  people  who  are  likely  to  be  successfully  placed  in 
the  workforce  (Nagi,  1965;  Safilios-Rothschild,  1970;  Sussman,  1969,  1976). 

One  consequence  of  this  selection,  of  course,  is  that  many  people  who  could 
benefit  from  the  services  are  systematically  excluded.  Safilios-Rothschild 
(1970),  for  example,  notes  that  those  who  are  severely  afflicted,  older  persons, 
blacks,  members  of  the  lower  class,  and  women  are  often  underrepresented  in 
rehabilitation  programs. 

It  has  also  been  noted,  perhaps  somewhat  paradoxically,  that  while 
rehabilitation  agencies  often  seek  to  exclude  disabled  people  who  are  not 
likely  to  bolster  their  success  rates,  at  the  same  time  there  are  efforts  to 
draw  and  retain  as  many  people  as  possible  into  their  network  and  provide 
them  with  a  full  range  of  services  (Albrecht  and  Levy,  1981;  Sussman,  1965b). 
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Clearly,  these  activities  reflect  two  needs:  the  need  to  have  enough  successful 
cases  to  convince  recalcitrant  legislators  or  other  funding  sources  to  keep 
paying  the  bills,  and  the  need  to  have  enough  clients  around  for  everyone  to 
keep  busy,  and  so  that  the  organization  functions  relatively  smoothly. 

Several  authors  have  suggested  some  possible  changes  in  the  vocational 
rehabilitation  system.  One  suggestion  is  for  rehabilitation  agencies  to 
emphasize  social  and  psychological  factors,  in  addition  to  economic  ones, 
when  providing  services  (Ben-Sira,  1981;  Sussman,  1976),  This  might  be  easier 
said  than  done,  of  course,  as  long  as  agencies  have  to  demonstrate  sufficient 
success  rates  in  order  to  satisfy  a  variety  of  funding  sources.  Nevertheless, 
as  Sussman  points  out,  federal  legislation  enacted  during  the  1970 ’s,  particularly 
the  Rehabilitation  Act  of  1973,  may  make  non-economic  outcomes  a  more  realistic 
possibility  for  some  disabled  people  who  seek  assistance  from  rehabilitation 
agencies. 

Another  important  recommendation  from  several  authors  is  that  rehabilitation 
clients  should  be  encouraged  to  play  a  more  active  role  in  the  entire  decision 
making  process  (Albrecht,  1976;  Fordyce,  1976;  Safilios-Rothschild,  1970,  1976; 
Sussman,  1976;  Coe,  1976),  At  the  very  least,  disabled  people  need  to  be 
told  exactly  what  their  limitations  are  so  they  can  be  in  a  position  to  nego¬ 
tiate  with  physicians  and  other  rehabilitation  personnel.  As  Albrecht  (1976) 

notes,  any  long  term  successful  treatment  must  be  based  on  agreements  by  all 

groups  that  are  involved  in  the  rehabilitation  process. 

Perhaps  one  way  to  make  it  more  likely  that  the  rehabilitation  process 
could  take  on  a  more  democratic  flavor  would  be  to  have  rehabilitation  pro¬ 
fessionals  come  to  the  disabled  person’s  home,  Sussman  (1976)  suggests  that 

the  professional  becomes  less  of  a  controlling  agent  by  coming  to  the  disabled 
person’s  home  environment.  By  doing  this,  it  seems  likely  that  care  could 
be  centered  around  disabled  people  themselves,  rather  than  around  the  needs 
of  the  professional,  or  the  needs  of  the  organization  itself,  Albrecht  (1976) 
also  suggests  that  there  is  a  growing  movement  for  more  community  and  home- 
based  rehabilitation  services. 

One  final  change  which  has  been  suggested  concerns  the  nature  of  the  laws, 
at  least  in  the  United  States,  which  govern  disability  payments.  As  Nagi  (1969) 
notes,  the  major  concern  of  the  disabled  person,  while  being  evaluated  for 
disability  insurance  or  compensation  benefits,  is  to  emphasize  his  limitations. 

At  the  same  time,  however,  the  disabled  person  needs  to  emphasize  his  abilities 
in  an  effort  to  cope  with  his  impairment,  and,  perhaps  receive  rehabilitation 
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services.  It  is  difficult,  to  say  the  least,  to  emphasize  one’s  limits  and 
one’s  abilities  at  the  same  time.  This,  of  course,  is  certainly  not  the  only 
example  of  legal  contradictions  that  are  built  into  the  system,  and  which  serve 
to  make  life  difficult  if  not  impossible  for  millions  of  Americans.  However, 
one  would  hope,  perhaps  naively,  that  at  some  future  date  contradictions  such 
as  this  might  somehow  be  legislated  out  of  existence. 

Notes 

1  My  own  view  is  that  this  emphasis  on  approximating  a  "normal  life",  as 
defined  by  the  rehabilitation  agency,  is  quite  problemmatic  to  say  the 
least.  Research  during  the  past  fifteen  or  twenty  years  has  extensively 
documented  the  dependency  and  discrimination  which  seems  to  be  a  standard 
feature  of  this  "normal  life."  In  my  own  personal  experiences  (that  is, 
as  a  person  requesting  services)  with  rehabilitation  agencies  in  three 
different  states,  I  have  often  felt  that  I  was  at  the  mercy  of  others 
who  frequently  made  rather  arbitrary  decisions  about  my  "case."  There 
is  no  question  that  I  have  benefited  from  the  services,  but  the  some¬ 
times  supplicant  stance  I  had  to  assume  in  order  to  acquire  these  benefits 
was  not  something  I  particularly  enjoyed.  Further,  the  seemingly  non¬ 
sensical  nature  of  some  of  the  decisions  reinforced  my  view  of  the  agencies 
as  somewhat  aloof  from  real  problems  faced  by  disabled  people.  For  example, 
in  one  state  the  agency  refused  to  purchase  a  hearing  aid,  valued  at 
approximately  $300,  for  me.  Yet  the  same  agency,  during  the  next  two  years, 
picked  up  the  tab  for  over  $2000  for  part  of  my  college  and  graduate  school 
tuition. 
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HISTORICAL  ANTECEDENTS  OF  STEREOTYPES  ABOUT  MENTAL  RETARDATION 

Daryl  Paul  Evans 

It  is  little  wonder  that  a  species  notable  for  its  commission  of  infanti¬ 
cide  (Durant,  1935:50)  would  have  even  fewer  qualms  about  the  practice  of  tard- 
ocide.  There  is  some  evidence  that  our  prehistorical  ancestors  occasionally 
may  have  protected  the  weakest  members  of  their  bands  (Solecki,  1971:195-196) 
and  that  some  of  the  early  followers  of  the  Egyptian  god  Osiris  probably  took 
special  care  of  the  disabled  and  retarded  children  of  their  sect  (Harms,  1976: 
10-24),  but  such  humanitarianism  seems  to  have  been  an  historical  exceptiono 
To  wit: 

SUBHUMANS : 

We  see  in  a  Greek  work  dated  1552  B.C.  (Gearheart  and  Litton,  1971:1) 
retarded  persons  referred  to  as  "monsters.**  And  these  **monstrosities**  were 
typically  treated  as  such,  Lycurgus  (ca.  900  B.C.)  prescribed  death  for  **idiots** 
in  an  effort  to  keep  Spartan  society  free  of  their  contaminating  influence. 

(Ibid.)  This  '*cleansing'*  was  achieved  through  the  normative  practice  of  paternal 
infanticide.  And  where  **dad**  was  too  irresolute  to  do  his  duty,  there  was  a 
state  council  of  inspectors  who,  finding  a  child  defective,  had  the  infant  thrown 
off  the  cliffs  of  Mount  Taygetus  (Scheerenberger ,  1983:12),  or  drowned  in  the 
Eurotas  River  (Barr,  1913:24). 

Of  course,  Spartans  will  be  Spartans.  But  what  of  the  ostensibly  more 
enlightened  Greeks  of  the  **Golden  Age’*?  Plato  (427-347  B.C.)  held  that:  "... 
the  offspring  of  the  inferior,  or  the  better  when  they  chance  to  be  deformed, 
will  be  put  away  in  some  mysterious,  unknown  place  .  .  ,  (Plato,  1928  ed. : 
412-413)  Aristotle  (384-322  B.C.)  was  less  platonic  in  his  pronouncements.  He 
said:  "As  to  the  exposure  and  rearing  of  children,  let  there  be  a  law  that  no 

deformed  child  shall  live,"  (Aristotle,  ud,:315.)  Athens  was  an  epicenter  of 
infanticide.  (Scheerenberger,  1983:13)  Healthy  children,  especially  girls  (Ibid.) 
were  considered  expendable.  In  such  an  atmosphere,  there  was  little  compunction 
about  killing  a  "monster, **  The  role  of  retarded  people  as  surplus  population 
was  well  established  from  the  very  outset  of  our  history,  and  this  would  become 
a  recurrent  historical  theme.  ' 

There  seemed  to  be  more  ambivalence  among  the  Romans  regarding  retarded 
persons  than  there  had  been  in  Greece.  During  the  earliest  days  of  the  Republic, 
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some  deformed  children  were  allowed  to  live,  assuming  they  were  not  killed 
within  the  first  eight  days  of  their  births  (Ibid,: 16).  However,  by  the  first 
century  A.D.,  Rome  had  been  tom  by  civil  war  and  impoverished  by  strife  and 
avarice,  and  many  of  its  citizens  had  come  to  see  healthy  children  as  liabilities 
(Ibid.) — except  in  rare  cases.  For  instance,  many  seemingly  non-handicapped 

r 

foundlings  and  mentally  retarded  children  were  mutilated  because  of  the  advantage 
this  gave  them  as  mendicants  (Payne,  1916:233-244).  The  beggar’s  role  is  one 
retarded  children  have  played  throughout  history  in  various  locales. 

Where  infanticide  or  entrepreneurial  mutilation  did  not  befall  retarded 
persons  of  Roman  times,  there  were  at  least  four  other  fates  typically  available 
to  them.  First,  as  had  sometimes  been  the  case  in  Greece,  retarded  infants  were 
simply  abandoned  to  the  elements — a  practice  that  doubtless  assauged  the  sensi¬ 
bilities  of  citizens  who  were  queasy  about  more  "direct  action,"  Second,  some 
retarded  people  were  isolated  in  groups  and  cared  for  by  the  state.  As  early 
as  97  A.D.,  under  the  reign  of  Nerva,  "there  was  an  attempt  to  diminish  the  ex¬ 
posure  and  drowning  of  infants  by  founding  colonies"  to  care  for  the  infants 
(Scheerenberger ,  1983:19),  Under  the  rule  of  Trajan  (ca.  100  A.D.),  there  were 
as  many  as  5,000  children  being  cared  for  by  the  state  (Ibid,).  Justinian 
(483-565  A.D.)  also  required  that  retarded  persons  receive  state-sponsored  care 
(Ibid.: 20).  Third,  retarded  Roman  citizens  were  frequently  murdered.  For 
example,  the  Emperor  Commodus  (161-192  AoD.),  had  a  repertoire  of  "sport"  that 
included  gathering  together  crippled  and  retarded  persons  and  shooting  them  with 
bow  and  arrow  (Ibid,).  Fourth,  some  retarded  persons  became  the  objects  of  amuse¬ 
ment  of  the  citizenry,  especially  the  well-to-do,  who  could  afford  the  luxury 

t 

of  a  court  fool  or  two. 

"GEEKS" 

Display  of  defective  people  for  amusement  was  perhaps  more  benign  than 
throwing  them  off  cliffs,  drowning  them,  or  impaling  them  with  arrows,  but  it 
created  an  ethos  that  carried  a  great  deal  of  symbolic  clout  in  its  potential 
for  lasting  stereotypic  imagery.  As  early  as  4  B.C.,  there  are  records  of 
wealthy  Romans  such  as  Seneca  keeping  a  house  fool  to  amuse  his  wife,  himself, 
and  his  visitors  (Barr,  1913:24).  By  the  second  century  A.D.,  Roman  tastes 
had  so  degenerated,  according  to  Durant  (Durant,  1944:334)  that  a  special  market 
was  established  in  Rome  where  one  might  purchase  "legless,  armless,  or  three¬ 
eyed  men,  giants,  dwarfs,  or  hermaphrodites."  One  could  also  doubtless  purchase 
a  fool. 
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The  amusement  value  of  court  defectives  seemed  to  maintain  its  appeal 
throughout  most  of  human  history.  For  instance,  Pope  Leo  X  (1475-1521)  was 
acclaimed  for  his  dinner  parties,  at  which  buffoons  and  jesters  performed  in 
a  derisive  atmosphere  and  were  often  the  brunt  of  cruel  jokes  (Hibbert,  1975: 
225-226),  The  Aztec  king  Montezuma  II  (ca.  1480-1520)  is  said  to  have  housed 
his  collection  of  defective  people  "after  the  manner  of  the  modern  park  zoo." 
(Horsfield,  1940:152)  The  monarch  Philip  IV  of  Spain  (1621-1665)  not  only  kept 
a  large  complement  of  defectives  at  his  court,  but  had  them  immortalized  by  his 
court  artist  Velasquez  (1599-1660).  (Ibid.)  It  has  been  suggested  that  the 
human  defectives  who  became  pets  of  the  rich  and  powerful  were  functional  beyond 
their  amusement  value:  for  example,  they  performed  household  duties  and  the 
like — usually  without  remuneration  (Barr,  1913:24),  Although  these  domestic 
fools  were  treated  with  compassion  in  certain  environments  (Phillip  IV  is  a  case 
in  point) ,  there  is  more  than  a  little  irony  in  the  fact  that  such  compassion 
was  predicated  on  the  upward  mobility  a  retarded  person  achieved  in  going  from 
"monster"  status  to  slave  status.  Of  course,  slavery  was  not  a  new  status  to 
retarded  persons.  There  is  evidence  that  they  were  sold  into  bondage  during 
the  Roman  period  to  work  in  the  mines  (Scheerenberger ,  1983:20).  In  fact,  we 
shall  see  that  the  servitude  of  retarded  persons  has  been  a  common  phenomenon 
throughout  human  history — extending  to  the  very  recent  past,  and,  some  would 
say,  the  present. 

It  was  not  only  rich  and  powerful  people  who  promoted  the  display  of  defec¬ 
tive  humanity.  Foucault  describes  the  widespread  practice  of  chaining  or  en¬ 
caging  "insane"  people  at  the  city  gates  during  the  early  Middle  Ages,  (Foucault, 
1965:68)  (We  shall  examine  the  stereotype  that  equates  mental  retardation  with 
mental  illness  later.  Let  it  suffice  to  say  that  there  has  been  some  historical 
confusion  on  the  distinction  between  the  two  conditions,  and  there  still  is.) 

In  1376,  the  city  of  Hamburg  confined  its  mentally  retarded  persons  in  a  tower 
in  the  city’s  wall  called  the  "Idiot’s  Cage,"  (Burdett,  1891:93) 

There  were  also  mobile  displays  of  retarded  people  during  the  Middle  Ages. 

In  the  rivers  of  the  Rhineland  and  the  Flemish  canals,  one  could  see  "ships  of 
fools"  that  meandered  from  port  to  port,  delighting  some  of  the  town  folk  by  dis¬ 
playing  their  cargoes  of  "defectives,"  (Foucault,  1965:7)  Here,  the  local 
citizenry  enjoyed  the  functional  advantage  of  getting  to  ogle  and  chide  the 
cargo  without  having  to  confront  the  possibility  of  their  "laying  over"  very 
long.  The  parapatetic  element  seen  in  the  "ships  of  fools"  had  a  more  recent 
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parallel  in  the  United  States,  circa  1820.  The  analog  could  be  seen  in  the 
practice  called  "passing  on."  Certain  citizens  of  a  town  would  gather  together 
all  the  mentally  ill  and  mentally  defective  people  in  the  vicinity  and  transport 
them  to  another  town  (usually  at  night) ,  leaving  the  cargo  as  a  surprise  for  the 
unsuspecting  residents  of  the  new  venue.  The  latter  would,  in  turn,  "pass  on" 
their  new  citizens  to  neighbors  in  other  towns.  (Scheerenberger ,  1983:100) 

If  one  wishes  to  stretch  the  analogy  even  further,  he  or  she  might  see  similarities 
between  "ships  of  fools,"  "passing  on,"  and  what  I  have  called  "the  residential 
shuffle" — the  practice  of  moving  retarded  persons  from  residential  facility  to 
residential  facility  many  times  in  a  single  lifespan. 

We  have  only  examined  the  first  historical  steps  in  the  practice  of  dis¬ 
playing  retarded  persons.  There  is  more  to  come.  But  at  this  point  we  might 
stop  and  ask  ourselves  about  the  sociological  factors  that  underlie  the  human 
compulsion  first  to  stigmatize  as  monsterous,  and  then  become  fascinated  with 
the  display  of  other  human  beings  who  have  been  stigmatized.  I  believe  it  is 
important  to  understand  this  phenomenon,  in  large  measure  because  I  think  some 
of  the  same  antecedents  that  prompted  our  ancestors  to  their  morbid  fascinations 
are  at  work  in  contemporary  attitudes  regarding  retarded  people,, 

SERVANTS  OF  SATAN: 

Organized  religion  has  had  an  uneven  history  of  humanitarianism  regarding 
mentally  retarded  persons.  Barnabas,  a  contemporary  of  St.  Paulas,  railed 
against  infanticide,  whether  it  was  committed  by  direct  methods  of  exposure » 
(Ibid.:19)  Sto  Paul,  in  the  first  Epistle  to  the  Thessalonians,  admonished 
Christians  to  "comfort  the  feebleminded  .  .  .  ."  (1  Thessalonians,  5,  14)  In 

the  fourth  century  A.D.,  St.  Nicholas  Thamaturges  advocated  the  protection  of 
retarded  people.  (Gearheart  and  Litton,  1975:2)  It  has  been  suggested  that 
"the  word  ’cretin*  is  derived  from  the  French  chretien  (Christian)  and  is  testi¬ 
mony  to  the  fact  that  in  early  times  severely  handicapped  persons  were  cared  for 
by  monastic  communities."  (Clarke  and  Clarke,  1965:13)  (This  may  be  apocrypahl 
etymology,  since  another  source  holds  that  the  word  comes  from  the  Swiss  dialect 
word  for  Christian,  and  was  based  on  the  notion  that  anyone  who  applied  the 
Christian  doctrine  in  this  world  deserved  the  name  "cretin.")  (Shipley,  1945: 

243) 

The  Koran  admonishes  good  Moslems  to  treat  mentally  retarded  people  kindly. 

It  says:  "Give  unto  those  who  are  weak  of  understanding  the  substance  which 


161 


God  hath  appointed  you  to  preserve  for  them;  but  maintain  them  thereout,  and 
clothe  them,  and  speak  kindly  unto  them."  (Barr,  1913:25)  Such  admonitions 
notwithstanding,  the  ruinous  social  effects  of  organized  religion  on  the  lives 
of  retarded  persons  have  often  eclipsed  those  that  were  salutary. 

We  need  only  look  at  the  equation  of  mental  retardation  with  witchcraft 
to  see  the  insidious  contributions  religions  have  made  to  stereotypes  about 
retarded  persons.  In  1487,  two  monks,  Johann  Sprenger  and  Heinrich  Kraemer, 
suggested  in  their  infamous  classic.  The  Witches’  Hammer,  that  any  mentally 
"different"  person  could  reasonably  be  considered  to  be  suffering  a  disease 
caused  by  the  devil.  (Alexander  and  Selesnick,  1966:68)  In  1599,  the  Arch¬ 
bishop  of  York  wrote  that  those  who  had  been  burned  as  witches  had  "...  their 
brains  baited  and  their  fancies  distempered  with  the  imaginations  and  appre¬ 
hensions  of  witches,  conjurers  and  fairies."  (Deutsch,  1949:22-23)  The  quotes 
are  manifold,  but  the  story  is  uniform — retarded  persons,  along  with  other 
stigmatized  groups,  were  treated  unmercifully  during  the  Inquisition.  (Zilboorg, 
1941:258)  And  things  were  not  any  better  for  them  during  the  Reformation, 

During  the  Protestant  Reformation,  the  notion  that  mental  retardation  was 
a  form  of  satanic  unreason,  or  that  the  retarded  person  was  "possessed,"  con¬ 
tinued  to  be  in  vogue.  Many  mentally  retarded  persons  were  tortured  or  killed 
to  exorcise  the  demons  that  possessed  them.  (Dunn,  1961:14;  Frampton  and  Rowell, 
1938:167;  Love,  1973:186)  In  fact,  many  of  the  clergy  of  the  time  argued  that 
retarded  persons  should  receive  even  more  harsh  treatment  than  "regular"  crim¬ 
inals  such  as  murderers  since  the  retarded  persons  were  not  only  deviant,  but 
were  the  servants  of  Satan.  (Kanner,  1964:6)  Martin  Luther,  in  one  of  his 
widely  read  texts,  tells  of  imploring  the  Prince  of  Anhalt  to  kill  a  retarded 
boy,  and  how,  upon  having  his  request  denied,  he  (Luther)  asked  all  of  the 
Christians  of  the  area  to  pray  that  the  boy  would  die.  (Luther,  1652:387) 

The  same  "Christian"  attitudes  were  in  evidence  in  Calvinistic  New  England, 
although  there  seems  to  have  been  more  ambivalence  about  precisely  how  cruel 
the  average  citizen  should  be  to  retarded  persons.  For  example.  The  Cambridge 
Platform  of  1644,  which  laid  down  the  rules  of  Puritan  church  organization,  held 
that  excesses  of  "rigor"  in  dealing  with  retarded  people  were  at  least  as  bad 
as  too  much  "indulgence."  (Rothman  and  Rothman,  1975:27)  As  a  result,  it  has 
been  suggested  that  retarded  persons  were  less  likely  to  be  flogged,  branded, 
stocked,  or  pillared  than  their  nonhandicapped  bretheren,  (Scheerenberger ,  1983:93) 
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Regrettably  for  retarded  people,  this  attitude  did  not  prevail  during  the  sum¬ 
mer  of  1692  in  Salem.  The  witch  trials  of  that  summer  led  to  at  least  20 
documented  executions,  and  Erikson  had  said  that  many  of  the  victims  were  "wit¬ 
less  persons  with  scarcely  a  clue  as  to  what  happened  to  them,"  (Erikson,  1966: 

145)  It  has  been  reported  elsewhere  (Wolfensberger ,  1972:14)  that  many  mentally 
retarded  persons  were  "tortured,  hanged,  and  burned"  on  the  suspicion  that  they 
were  witches — this  presumably  both  in  Europe  and  in  the  Colonies.  Indeed,  it 
was  not  only  dangerous  to  be  a  mentally  retarded  person  during  the  period  of 
religious  tardocide;  it  was  dangerous  to  try  to  "cure"  retarded  people  of  their 
Satanic  affliction.  For  instance,  in  the  early  1600s  a  man  named  Alexander 
Drummond  claimed  to  have  cured  40  mentally  retarded,  mentally  ill,  or  epileptic 
persons  of  their  "possession,"  After  careful  deliberation,  the  court  decided 
to  strangle  and  bum  Mr,  Drummond  for  his  familiarity  with  Satan — a  sentence 
that  was  carried  out,  (Tuke,  1882:21) 

It  is  not  altogether  surprising  that  retarded  persons  would  be  viewed  in 
a  negative  light  by  our  Protestant  forebearers.  If  we  give  any  credence  to  the 
argument  advanced  by  Weber  in  The  Protestant  Ethic  and  the  Spirit  of  Capitalism 
(Weber,  1904)  (e.g.,  that  Protestants  put  great  stock  in  self-sufficiency, 
striving,  and  material  success  as  a  sign  of  grace),  we  can  see  a  structural 
antipathy  towards  retarded  persons  built  into  the  religion. 

At  least  two  other  religiously-related  and  contradictory  stereotypes  besides 
the  "Servant  of  Satan"  version  developed  before  or  during  the  seventeenth  century: 

1)  retarded  children  were  viewed  as  a  "curse"  on  their  family *s  house,  and  2) 
they  were  seen  as  "children  of  God." 

A  CURSE  ON  YOUR  HOUSE: 

There  can  be  no  certainty  as  to  when  the  birth  of  a  retarded  child  was  first 
viewed  as  a  curse  from  God — or  the  gods — for  some  transgression  of  the  parent  or 
parents.  We  know  that  in  1150  Gratian's  Decretum,  which  was  accepted  unofficially 
as  Church  doctrine,  declared  that  "Every  human  being  who  is  conceived  by  the 
coition  of  a  man  with  a  woman  is  bom  with  original  sin,  subject  to  impiety  and 
death,  and  therefore  a  child  of  wrath."  (Durant,  1950:820)  If  people  were  made 
to  feel  that  way  about  normal  children,  a  retarded  child  was  even  more  likely  to 
be  viewed  with  a  deep  sense  of  guilt  and  depravity.  By  1472,  the  moral  conduct 
of  pregnant  women  was  "frequently  suspect  in  cases  involving  mental  retardation." 
(Scheerenberger,  1983:29)  (In  research  I  have  reported  elsewhere,  (Evans,  1983:155) 
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we  see  that  it  is  still  common  for  parents  to  blame  the  birth  of  a  defective 
child  on  the  opprobrium  of  a  diety.)  Perhaps  the  first  rational  protest  to 
this  kind  of  thinking  was  lodged  by  Hippocrates  (ca.  460-377  B.C.)  who  avered 
that  natural,  not  supernatural  causes  led  to  diseaseo  By  the  sixteenth  century, 
Paracelsus  (1493-1541),  the  great  physician/chemist  mused  about  why  God  would 
create  mentally  retarded  persons — creatures  not  even  able  to  appreciate  the 
sacrifice  Jesus  had  made  on  the  cross.  Paracelsus  concluded  that  humans,  and 
not  animals,  have  mentally  retarded  offspring  as  a  result  of  the  Fall  of  Adam, 
(Cranefield,  1966:3)  although  he  also  argued  that  "mental  diseases  have  nothing 
to  do  with  evil  spirits  or  devils  ,  .  .  (Deutsch,  1949:21) 

CHILDREN  OF  GOD: 

It  may  seem  paradoxical  that  retarded  persons  could  have  been  looked  upon 
as  devils  or  witches  by  some  people  while  others  regarded  them  as  children  of 
God.  However,  this  paradox  is  no  more  confusing  than  some  of  the  other  stereo¬ 
typical  imagery  that  manifested  itself  as  history  unfolded.  For  example,  today 
some  retarded  persons  are  looked  upon  as  blissfully  ignorant  "jolly  imbeciles," 
at  the  same  time  they  are  seen  as  mentally  deranged  maniacs — the  former  if  there 
is  a  desire  to  be  cruel  or  deny  them  services,  the  latter  if  there  are  plans  for 
them  to  move  into  "normal"  neighborhoods.  Further,  we  shall  see  that  they  are 
occasionally  portrayed  as  having  no  sexual  drives  at  the  same  time  they  are 
viewed  as  being  oversexed — the  former  as  a  rationalization  for  sexual  segregation, 
the  latter,  once  again,  if  there  are  plans  for  them  to  move  into  "normal"  neighbor¬ 
hoods.  Conflicting  stereotypes  always  have  been  commonplace  in  the  lives  of 
mentally  retarded  pepple. 

The  "children  of  God"  stereotype  probably  got  its  greatest  imeptus  during 
the  seventh  century  A.D.  in  the  Belgian  village  of  Gheel,  Legend  had  it  that  a 
number  of  "idiots"  and  insane  persons  had  been  cured  of  their  afflictions  while 
watching  the  execution  of  the  Princess  Dympna.  (Evans,  1983:36)  The  myth  re¬ 
sulted  in  many  mentally  retarded  and  mentally  ill  people  either  coming  to  or 
being  sent  to  Gheel.  In  response  to  the  dilemma  occasioned  by  the  surplus  popu¬ 
lation,  many  of  the  residents  of  Gheel  took  the  new  arrivals  into  their  homes, 
in  part  to  use  as  cheap  labor,  and  in  part  because  of  the  burgeoning  belief  that 
retarded  people  were  children  of  Godo  This  view  paralleled  the  "Servant  of 
Satan"  stereotype  throughout  much  of  medieval  and  early  Renaissance  history. 

For  example,  we  see  one  of  Scotland's  Doric  poets  writing: 
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Nor  is  their  ane  amang  ye  but  the  best 
Wi'  him  was  share; 

Ye  mauna  skaith  the  feckless! 

They’re  God’s  peculiar  care.  (Ireland,  1877:336) 

Tycho  Brahe  (1546-1601),  one  of  the  Renaissance’s  great  observational  astrono¬ 
mers  is  said  to  have  believed  that  retarded  people  kept  counsel  with  God;  thus 
Brahe  kept  a  mentally  retarded  companion  "in  hopes  that  his  mutterings  would 
provide  divine  revelation."  (Barr,  1913:25) 

The  issue  of  whether  retarded  persons  were  bedeviled  or  divine  was  rele¬ 
gated  to  a  Scholastic  argument  akin  to  "angels  dancing  on  pins"  in  the  wake 
of  the  momentum  of  the  later  Renaissance,  despite  the  fact  that  the  stereotypes 
that  developed  around  such  sophistry  are  still,  in  many  respects,  with  uSo  But 
more  important  stereotypes  were  yet  to  be  developed  as  efforts  were  made,  first 
to  protect,  then  to  confine  and  further  stigmatize  retarded  persons. 

THE  PROTECTED  AND  CONFINED:  VICTIME  OR  MADMEN: 

The  protective  experiments  of  Trajan,  Justinian,  and  the  residents  of 
Gheel  were  not  the  only  efforts  to  ameliorate  the  lot  of  retarded  people  be- 
for  the  Renaissance.  The  divine  infant  notion  probably  fostered  many  scattered 
state-  or  church-sponsored  foundling  homes,  orphanages,  or  hospitals  during 
the  Middle  Ages.  For  example,  there  was  an  asylum  for  abandoned  infants 
founded  in  787  A.D.  by  Datheus,  the  archbishop  of  Milan,  (Abt,  1965:57-58) 
which  served  some  handicapped  children.  There  is  scant  agreement  on  when  the 
first  asylum,  organized  to  serve  the  needs  of  retarded  people  was  founded.  In 
1247,  the  sheriff  of  London  donated  his  lands  and  estate  to  the  Order  of  St. 

Mary  of  Bethlem.  This  would  become  Bethlem  Hospital  (also  called  Bethlehem 
Hospital)  and  was  converted  to  a  mental  asylum  in  1377.  (Scheerenberger,  1983:35) 
In  1409,  the  Hospital  dels  Foils  was  founded  in  Valencia  by  Bernardo  Andreau. 
(Horsfield,  1940:155)  Little  is  known  about  the  Hospital  dels  Foils.  Bethlem, 
on  the  other  hand,  became  well-known,  and  notorious. 

Many  historians  credit  Vincent  de  Paul  (1576-1660)  with  establishing  the 
first  real  sanctuary  for  society’s  unfortunates  in  Paris  at  the  prior  of  Saint- 
Lazure  in  1632,  De  Paul  turned  what  had  been  a  combination  church  and  prison 
into  an  ecclestical  center  and  asylum  for  orphans,  insane  persons,  lepers,  way¬ 
ward  youths,  and  blind,  senile,  invalid,  poor  and  mentally  retarded  persons  that 
would  eventually  come  to  be  known  as  Bicetre.  (Kanner,  1964:46)  (The  first 
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section  exclusively  for  mentally  retarded  persons  was  not  established  at 
Bicetre  until  1828.) 

The  catchall  nature  of  Bicetre,  and  places  modeled  after  it,  eventually 
undermined  the  institution’s  intended  sanctuarial  functions.  As  the  eighteenth 
century  approached,  "hardcore”  criminals  began  to  be  put  in  the  asylums,  making 
them  places  of  confinement,  not  sancturary.  Indeed,  as  confinement  became  the 
norm,  the  asylums  had  worse  conditions  than  some  of  the  prisons. 

The  lot  of  retarded  children  was  probably  no  better  than  that  of  mentally 
handicapped  adults  during  this  period.  For  example,  of  some  2,000  infants 
placed  in  the  Foundling’s  Hospital  of  Paris  in  1670,  75  percent  died  within  3 
months.  (Abt,  1965:71)  This  trend  of  mortality  became  even  worse  in  such  hos¬ 
pitals  during  the  eighteenth  century.  (Ibid.:81) 

By  the  middle  of  the  eighteenth  century,  the  asylums  had  become  centers  of 
horror  as  well  as  places  of  confinement.  The  average  citizen  and  public  officials 
avoided  the  asylums  because  of  rumors  about  mysterious  "fevers"  that  could  in¬ 
fect  visitors,  and  the  people  living  in  areas  adjacent  to  the  asylums.  (Foucault, 
1965:202)  Thus  even  those  persons  who  might  have  taken  an  interest  in  the  re¬ 
pellent  conditions  of  the  asylums  and  tried  to  rectify  them  did  not  know  what 
was  happening  in  the  asylums.  What  was  happening  shocked  even  hardened  veterans 
such  as  Pinel  (1745-1826),  who,  upon  assuming  control  of  Bicetre  in  1793,  found 
"600  mentally  sick"  persons  "massed  together  without  order  and  left  to  the  ra¬ 
pacity  and  ineptness  of  subalterns."  (Zilboorg,  1941:326-327)  Many  of  the 
inmates  were  in  chains,  and  it  was  said  that  one  could  not  enter  their  cells  to 
give  "them  food  except  behind  the  tip  of  a  bayonet."  (Manceron,  1977:432) 

Three  years  later,  Pinel  took  control  of  Salpetriere  (the  place  where  mentally 
ill  and  mentally  retarded  women  were  sent).  Here,  he  found  7,000  women,  "all 
dressed  in  burlap  sack.  Five  women  slept  in  a  bed;  the  daily  diet  consisted  of 
one  mug  of  gruel,  one  ounce  of  meat,  and  three  slices  of  bread;  and  the  stench 
was  overwhelming."  (Scheerenberger ,  1983:46)  Conditions  were  no  better  in 
England  than  in  France.  Emil  Kraepelin  describes  the  scene  at  Bethlem  (which 
came  to  be  known  as  "Bedlam")  this  way: 

Those  who  visited  Bedlam  in  London  in  1814  could  see 
countless  patients  clad  only  in  loose  shrouds  and 
chained  by  their  arms  or  legs  to  the  wall  in  such  a 
way  that  they  could  stand  upright  or  remain  seated. 

One  patient  for  12  years  wore  rings  arotind  his  neck 
and  waist  and  was  tethered  to  a  wall  because  he  had 
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resisted  attempts  to  control  his  movements  by  means 
of  a  chain  manipulated  from  a  neighboring  room.  The 
warden  had  also  taken  the  precaution  of  lashing  his 
arms  to  his  sides.  (Blatt,  1966:87) 

Conditions  were  not  any  better  in  the  almshouses,  workhouses,  poorhouses, 
and  houses  of  correction  that  were  the  residences  of  so  many  retarded  people  in 
the  United  States  during  the  eighteenth  century.  (Deutsch,  1949:52)  One  bit 
of  humanitarianism  could,  however,  be  seen  in  the  practice  called  "placing  out," 
whereby  a  town  would  support  an  individual  or  family  to  provide  for  a  mentally 
retarded  person  in  a  home  setting.  (Ibid. :46)  Such  programs  were  exceptional 
though.  The  vast  majority  of  retarded  persons  either  were  confined,  or,  when 
they  happened  to  be  born  to  well-to-do  parents,  were  sequestered  in  their  homes. 

When  one  considers  the  deplorable  conditions  in  the  "asylums"  of  the 
eighteenth  century,  two  things  become  apparent:  1)  the  neglect,  whether  it  was 
based  on  panic  about  fevers  or  not,  was  malignant,  and  2)  many  citizens  assumed 
that  retarded  people  did  not  really  "mind"  the  asylums.  There  was  at  that  time 
a  belief  that  mentally  ill  and  mentally  retarded  persons  were  not  sensitive  to 
heat,  cold,  hunger,  pain,  lonliness,  and  the  likeo  They  were  seen  to  be  so 
animal-like  that  their  physical  acuity  was  considered  to  be  blunted,  I  believe 
that  some  of  us  still  subscribe  to  this  stereotype,  and  a  psychological  analog — 
that  retarded  persons  somehow  manage  not  to  experience  the  same  repretoire  of 
emotions  that  the  rest  of  us  do. 

In  any  event,  as  the  horrible  conditions  in  the  asylums  were  made  public, 
people  such  as  Pinel  made  concerted  efforts  to  improve  the  living  circumstances 
of  the  inmates.  Regrettably,  however,  as  the  asylums  became  more  "open"  to 
public  scrutiny,  the  medieval  practice  of  displaying  retarded  people  made  a  come¬ 
back.  For  instance,  at  Bethlem,  "idiots"  and  "lunatics"  were  exhibited  for  the 
price  of  about  a  penny  (American)  every  Sunday — visitors  being  allowed  to  roam 
the  grounds  much  like  they  would  in  a  zoo.  (Foucault,  1965:68)  The  annual 
revenue  for  such  displays  at  Bedlam  in  1815  indicated  an  audience  of  approxi¬ 
mately  96,000  visitors  that  year.  (Ibid.)  It  has  been  said  that  many  of  the 
visitors  delighted  in  the  interaction  between  certain  "attendants"  and  inmates, 
the  former  getting  the  latter  to  "perform  dances  and  acrobatics  with  a  few  flicks 
of  the  whip."  (Ibid.)  Although  such  "keepers"  came  to  enjoy  great  popularity 
with  some  audiences,  many  of  them  were  reprobates,  William  Tuke  gives  us  a 
report  of  such  personnel  in  the  mid-nineteenth  century,  describing  88  male  at¬ 
tendants  who  had  been  fired:  "53  for  drunkenness,  insubordination,  or  neglect 
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of  duties,  and  35  for  assaults  on  patients,"  several  of  whom  had  been  killed. 
(Tuke,  1982) 

Despite  the  checkered  nature  of  the  care  afforded  in  asylums  and  other 
residential  facilities,  the  nineteenth  century  did  see  the  provision  of  gov¬ 
ernmental  mandates  designed,  in  part,  to  provide  for  retarded  persons  making 
such  care  somewhat  less  a  matter  of  pure  charity.  For  example,  in  England, 

The  Poor  Law  Amendment  Act  of  1834  precluded  the  detention  of  retarded  and 
insane  people  in  workhouses  for  longer  than  14  days  except  under  exceptional 
circumstances.  (Ireland,  1877:345)  Then  the  Lunatic  Asylum  Act  of  1853 
authorized  local  governments  "to  establish  asylums  for  the  sick,  insane,  and 
infirm  at  public  costs  .  .  .  ."  (Hilliard  and  Kirman,  1965:3) 

Throughout  the  residential  history  of  retarded  persons,  one  of  the  re¬ 
current  images  is  their  domicile  with  people  labeled  as  insane «  As  stated 
earlier,  the  equation  of  mental  retardation  with  mental  illness  was  common¬ 
place.  Indeed,  it  is  still  one  of  our  most  widespread  stereotypes.  This  is 
inexplicable:  the  distinction  between  lunacy  and  idiocy  had  been  made  by 

Plato  in  Alcibades  II  (Deutsch,  1949:9) — and  probably  a  lot  earlier.  Moreover, 
during  the  reign  of  Edward  I  in  England  from  1272  to  1307,  a  distinction  was 
made  between  "fools"  and  "lunatics" — the  latter *s  property  reverting  to  the 
Crown  only  during  the  period  of  illness,  while  the  fool’s  property  "reverted 
permanently  to  the  Crown."  (Clarke  and  Clarke,  1965:14)  His  successor,  Edward 
II  was  content  to  take  the  profits  from  the  lands  of  retarded  people  only  while 
they  were  alive,  the  lands  going  to  rightful  heirs  after  the  "fool's"  death. 
(Tuke,  1882:287)  In  the  case  of  "lunatics,"  however,  Edward  II  allowed  the 
family  to  profit  from  the  ill  person’s  estate  during  the  duration  of  the  illness. 
Thus,  it  made  better  economic  sense  for  the  relatives  of  retarded  persons  to 
have  them  classified  as  "lunatics"  so  they  could  retain  control  over  the  handi¬ 
capped  person’s  assets.  It  has  been  suggested  that  this  was  common  practice, 
(Ireland,  1877)  and  it  might  explain  to  some  extent  why  the  confusion  between 
mental  retardation  and  mental  illness  persisted.  Many  different  systems  of 
classification  developed  throughout  history  that  distinctly  dichotomized  mental 
retardation  and  mental  illness.  And  even  though  the  Social  Darwinists  of  the 
eugenics  movement  magnified  the  equation  of  mental  illness  and  mental  retardation, 
people  ought  to  know  better^ by  the  eighth  decade  of  the  twentieth  century  than 
to  assume  that  retardation  and  mental  illness  are  the  same  thing.  This  is  not 
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the  case.  In  doing  fieldwork  for  another  project,  I  repeatedly  encountered 
the  stereotype,  and  when  that  work  was  completed  and  came  out  as  a  book,  a 
highly  respected  author  and  professor  congratulated  me  on  completing  my  pro¬ 
ject  on  "dementia." 

THE  CURABLES: 

The  end  of  the  era  of  confinement  brought  many  societies  to  the  realization 
that  retarded  people  were  going  to  be  with  us,  and  if  we  could  not  rationalize 
the  cruelty  of  confinement,  we  had  better  find  a  way  to  adapt  to  their  presence 
or  to  get  them  to  adapt  to  ours.  The  advances  of  science  in  the  eighteenth 
and  nineteenth  centuries  gave  us  a  sense  of  optimism  about  our  abilities  to 
metamorphize  nature  and  we  began  to  think  that  perhaps  we  could  cure  the  pes¬ 
tilence  of  mental  deviance.  Franz  Joseph  Gall*s  (1758-1828)  development  of 
craniology  and  phrenology  resulted  in  the  postulation  of  certain  theories  about 
how  the  size  and  shape  of  the  skull  correlated  with  the  etiology  of  mental  re¬ 
tardation.  Little  came  of  these  investigations  in  terms  of  bringing  about  a 
cure. 

The  real  impetus  for  a  "cure"  for  mental  retardation  came  from  the  thoughts 
espoused  by  Locke,  Condillac,  Rousseau,  Saint-Simon,  Pestalozzi,  Fellenberg, 
and  the  Encyclopedists,  all  of  whom  believed,  to  one  degree  or  another,  that 
human  beings  are  not  bom  with  innate  ideas,  but  learn  through  their  senses, 

(Not  incidentally,  there  had  been  an  Arab  physician  named  Maimonides  (1135- 
1204)  who  believed  that  mental  retardation  was  caused  by  an  excess  of  the 
"phlegmatic  humor,"  but  that  with  proper  instruction,  the  retarded  person  could 
make  some  intellectual  progress.)  (Klein,  1970)  The  corollary  of  the  sen¬ 
sualist  or  sensationalist  doctrine;  e.g.,  that  we  learn  from  our  environment, 
was  that  through  altering  the  sensory  stimuli  to  which  retarded  people  were 
exposed,  the  malevolent  imprints  that  the  social  environment  had  made  upon  them 
could  be  erased,  and  along  with  that,  their  retardation. 

Philipe  Pinel  (1745-1826)  believed  insanity  to  be  curable  through  environ¬ 
mental  manipulations,  and  eventually  one  of  Pinel ^s  students,  Jean-Marc-Gaspard 
Itard  (1774-1838),  took  the  first  steps  in  implementing  the  sensationalist 
ideas  with  mentally  retarded  persons.  This  was  the  well-known  work  Itard  did 
in  France  with  the  feral  child  who  would  come  to  be  called  Victor,  Itard  worked 
with  the  so-called  "wild  boy  of  Aveyron"  for  five  years,  seeking  to  develop 
the  functioning  of  his  senses,  intellect,  and  emotions,  and  making  considerable 
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progress  with  Victor  in  all  of  these  areas.  (Kanner,  1960:4)  As  it  turned 
out,  Victor  broke  out  into  what  Itard  described  as  "a  wild  storm  of  passion” 
(Ibid.)  when  he  reached  puberty.  Unable  to  deal  with  Victor,  the  disconcerted 
Itard  placed  the  boy  with  a  private  family  and  discontinued  the  experiment. 
Although  Victor  had  not  been  cured,  Itard  did  demonstrate  that  even  severe 
"mental  defectives"  could  improve  their  social  skills  with  proper  training. 

The  search  for  a  cure  was  on. 

This  search  was  at  first  accelerated,  then  nearly  terminated  as  a  result 
of  the  efforts  of  a  Swiss  physician  named  Johann  Jakob  Guggenbuhl  (1816-1863). 
Guggenbuhl,  whose  methods  consisted  of  exposing  retarded  persons  to  proper  diet, 
intensive  physical  education,  and  the  rarified  mountain  air  of  his  estate  at  the 
Abendberg,  was  hailed  throughout  Europe  for  his  success  in  curing  "cretins." 

As  it  turned  out,  however,  Guggenbuhl *s  Abenberg  was  investigated  by  Swiss 
authorities  and  shown  to  be  rife  with  fraudelent  claims  about  the  successes  of 
his  methods  in  curing  residents  of  their  retardation.  (Kanner  1964:29)  Indeed, 
the  facilities  were  shown  to  be  inadequate  to  the  needs  of  the  residents,  and 
Guggenbuhl  himself  was  accused  of  misusing  institutional  monies  for  personal 
purposes.  (Ibid.)  Guggenbuhl *s  machinations  had  two  primary  effects  on  the 
history  of  mental  retardation  and  the  attendant  stereotypes:  First,  the  whole 
Abendberg  experience  left  many  Europeans  with  a  cynical  and  pessimistic  atti¬ 
tude  about  claims  other  educators  would  make  about  the  possibility  of  mental 
retardation  being  "curable o"  In'  a  sense,  this  was  good  because  it  put  an  end 
to  many  of  the  false  hopes  that  had  been  raised;  but,  by  the  same  token,  it 
left  the  general  population  with  a  strong  reluctance  to  sponsor  any  amelioria- 
tive  efforts  on  behalf  of  retarded  persons.  Second,  the  Abendberg  experience 
revived  a  stereotype  about  retarded  people:  it  caused  many  non-handicapped 
individuals  to  conclude  that  retarded  persons  were,  in  fact,  hopeless  cases. 

This  would  act  as  a  hindrance  to  many  of  the  efforts  of  the  nascent  special 
education  movement. 

The  stereotypical  notions  that  mental  retardation  is  curable,  or  the 
converse,  that  it  is  tantamount  to  hopelessness  are,  in  many  respects,  with 
us  as  much  now  as  they  were  during  the  time  of  Itard  and  Guggenbuhl.  For 
example,  it  is  not  uncommon  to  find  parents  of  retarded  children  treading  a 
sad  pathway  from  professional  to  professional  —  a  pathway  sometimes 

V 

littered  with  benighted  false  hopesters  and,  occasionally,  outright 
charlatans  —  in  their  efforts  to  find  a  cure  for  their  child’s  retardation. 
The  power  of  the  stereotypical  belief  among  parents  that  retardation  is 
curable  is  such  that  it  requires  special  care  on  the  part  of  researchers 
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and  professionals  working  in  the  area  of  mental  retardation  that  they  do 
not  report  speculative  hopes  or  give  parents  reasons  to  believe  that  a 
miracle  is  around  the  comer.  The  sense  of  betrayal  and  disappointment 
evoked  when  the  miracle  does  not  materialize  can  easily  drive  parents  to 
the  conclusion  that  their  situation  is  hopeless. 

Although  parents  may  vacillate  between  elation  and  despair,  it  is  my 
belief  that  the  average  citizen,  who  does  not  have  a  handicapped  child,  is 
inclined  to  the  latter.  It  does  not  take  a  great  intellect  to  deduce  that 
we  are  a  long  way  from  replacing  damaged  or  absent  neurons.  And  if  we  do 
not  familiarize  ourselves  with  the  remarkable  strides  that  have  been  made 
in  helping  retarded  persons  to  become  contributing  citizens,  we  easily  succumb 
to  the  erroneous  attitude  that  someone  who  is  not  totally  ableminded  is  with¬ 
out  a  mind  at  all. 

THE  SPECIAL  EDUCATION  MOVEMENT:  A  CHALLENGE  TO  STEREOTYPES: 

During  the  same  year  Guggenbuhl  was  establishing  Abendberg,  one  of 
Itard’s  students,  Edouard  Seguin  (1812-1880)  was  beginning  seminal  work  that 
would  earn  him  acknowledgement  as  the  founder  of  special  education.  Seguin 
did  not  say  that  retarded  persons  could  be  cured.  Rather,  he  believed  that 
they  could  be  trained  so  that  their  abilities  would  be  maximized.  He  con¬ 
tributed  significantly  to  a  movement  that  showed  doubters  who  cared  to  examine 
empirical  results  that  retarded  people  could  be  educated.  In  1846,  the  Parisian 
Seguin  published  a  book  called  The  Moral  Treatment,  Hygiene,  and  Education  of 
Idiots  and  Other  Backward  Children.  (Seguin,  1846)  This  work,  which  intimated 
Itard^s  multi-stage  approach  to  working  with  retarded  people  was  a  harbinger  of 
Piaget's  later  work.  Seguin  believed  that  one  could  educate  retarded  persons 
by  using  a  five  step  approach  which  included:  1)  training  the  muscular  system, 

2)  refining  the  person's  use  of  his/her  nervous  system,  3)  educating  the  senses, 
4)  helping  the  individual  to  acquire  general  concepts,  and  5)  developing  abstract 
and  moral  principles.  Because  of  fear  of  reprisal  for  revolutionary  political 
activities  in  France,  Seguin  found  it  prudent  to  emigrate  to  the  United  States 
in  1848.  Here  Seguin  intensified  an  established  relationship  with  his  American 
counterpart,  Samuel  Gridley  Howe  (1801-1876). 

Howe's  contributions  to  special  education  in  America  had  been  considerable. 
He  had,  for  example,  founded  the  first  state-supported  institution  for  handi¬ 
capped  persons  in  Boston  in  1832.  (Love,  1973:46)  One  gets  a  flavor  of  the 
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educational  backdrop  against  which  Howe  was  pursuing  his  quest  for  educational 
rights  for  handicapped  persons  when  one  considers  the  kind  of  schools  handi¬ 
capped  youngsters  typically  attended  before  Howe’s  philosophy  was  implemented. 
The  early  elementary  schools  could  be  frightful  places  for  handicapped  and 
nonhandicapped  students  alike.  Witness  the  following  account: 

"In  the  school  William  Wells  opened  in  Cambridge, 

Massachusetts  in  1830,  there  was  never  a  half  day 
without  a  good  deal  of  flogging.  Terror  disheartened 
the  boys  slow  to  learn;  one  such  youngster  spent  weeks 
and  weeks  on  a  few  pages  of  Latin  grammer  which  he 
blotted  with  tears  and  blackened  with  his  fingers 
until  they  were  hardly  legible."  (Handlin  and  Handlin, 

1971:101) 

Attitudes  towards  retarded  people  in  America  were  fraught  with  disgust. 

(Deutsch,  1949:116)  Intelligent,  esteemed  persons  such  as  the  physician  Ben¬ 
jamin  Rush  (1745-1813),  who  had  fought  to  promote  reasonably  humane  treatment 
modalities  for  retarded  and  insane  people,  were  wont  to  make  statements  such  as 
the  following:  "They  (retarded  persons)  were  either  innocent  or  extremely 
vicious.  The  passions  that  most  commonly  appeared  in  idiots  were  anger,  fear, 
and  love.  They  sometimes  felt  ’an  inordinate  degree  of  sexual  appetite  and 
(were)  generally  great  feederso’"  (Scheerenberger ,  1983:98) 

Howe’s  original  school,  called  the  Perkins  Institute,  served  blind  and 
hearing-impaired  children,  but  Howe  believed  that  mentally  retarded  children 
could  also  benefit  from  education,  and  in  1846  he  persuaded  the  Massachusetts 
legislature  to  let  him  study  the  needs  of  this  population.  In  1848,  an  ex¬ 
perimental  school  for  ten  mentally  retarded  youngsters  was  opened  in  a  wing 
of  the  Perkins  Institute,  and  within  three  years,  the  success  of  the  school 
convinced  legislators  to  provide  regular  funding.  (National  Association  for 
Retarded  Citizens,  1976:3)  With  this  base  and  the  help  of  Seguin,  Howe  then 
established  the  Massachusetts  School  for  Idiots  and  Feeble-Minded  Youth  in 
1855,  which  was  a  model  school  whose  graduates  would  enjoy  considerable  suc¬ 
cess  in  the  community  after  graduation.  (Raymond,  1948,  cited  in.  White  and 
Wolfensberger ,  1969:5) 

During  this  period,  significant  strides  also  were  made  in  rectifying  the 
deplorable  conditions  in  the  many  varieties  of  total  institutions  in  America 
as  a  result  of  the  efforts  of  Dorthea  Lynde  Dix  (1802-1877).  She  visited  jails, 
houses  of  correction,  almshouses,  poorhouses,  mental  hospitals,  and  the  like 
and  railed  publicly  against  the  "legalized  barbarity"  she  found.  (Dix,  1843:1) 
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By  1876,  Howe,  Seguin,  and  the  other  superintendents  of  the  nation's 
special  schools  convened  to  form  a  professional  organization  designed  to  ad¬ 
vocate  the  cause  of  America's  mentally  handicapped  people.  This  would  become 
the  American  Association  on  Mental  Deficiency — still  the  most  prestigious 
organization  of  its  kind.  One  of  the  earliest  projects  of  the  AAMD  was  to 
lobby  for  special  classes  in  the  "regular"  public  school  system.  The  first 
class  of  this  kind  was  opened  in  1896  in  Providence,  Rhode  Island  (Kanner,  1964 
112)  and  by  1911,  the  U.S.  Office  of  Education  reported  special  classes  in 
220  cities  (Frampton  and  Rowell,  1938:185).  The  first  training  facility  for 
teachers  of  special  students,  the  New  Jersey  Training  for  Feeble-Minded  Boys 
and  Girls  was  dedicated  in  1905.  (Kanner,  1964:115).  The  special  education 
movement  in  America  was  gathering  momentum.  Along  with  this,  one  extremely 
important  stereotype  was  being  attacked  —  the  notion  that  retarded  people 
were  an  undifferentiated  mass  of  humanity. 

THE  HOMOGENEITY  OF  "IDIOCY": 

We  have  seen  the  early  developments  in  the  differentiation  of  mental  retard¬ 
ation  from  mental  illness.  What  we  have  not  examined  is  the  differentiation 
of  mental  retardation  itself.  There  is  a  sense  in  which  retarded  people 
throughout  history  have  been  set  as  a  sort  of  homogeneous  mass.  That  is 
perhaps  why  we  have  found  it  so  easy  to  call  them  "the  retarded."  The  special 
education  movement  would  have  great  impact  on  changing  this  view,  categorizing 
retarded  people  by  cause  and  degree  of  the  handicapping  condition,  among  other 
things. 

Cause:  Thus  far,  we  have  seen  some  of  the  more  superstitious  beliefs 
regarding  the  causes  of  mental  retardation  —  curses,  possessions,  and  the 
like.  Nonscientific  themes  of  this  sort  would  be  elaborated  upon  throughout 
historyo  For  example,  as  late  as  1866,  there  was  a  compendium  of  causation 
of  "cretinism"  published  that  listed  such  etiological  factors  as  "exposure 
of  neck  to  draught,"  "vicissitude  of  temperature,"  "cold  water  drunk  while 
sweating,"  "greasy  food,"  "exertion  accompanied  by  tight  clothes  around  the 
neck,"  "waywardness,"  and  "masturbation."  (Ibid.:92).  John  Langdon  Down 
(1826-1896),  who  made  some  real  contributions  in  demystifying  the  etiology 
of  mental  retardation,  also  made  some  statements  that  smacked  the  obstetrical 
sexism  of  the  time.  For  example,  Dox-m  suggested  that  32  percent  of  the  cases 
of  mental  retardation  he  encountered  were  associated  with  excitation  in  the 
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mother  during  gestation  (Down,  1887;297).  Perhaps  Down  was  only  portending 
the  contemporary  trend  of  attributing  certain  physiological  disorders  to 
stress;  however,  this  seems  doubtful  when  we  read  other  statements  he  madeo 
For  example,  he  said  it  was  very  important  for  women  not  to  have  their  emotions 
"cultivated  at  the  sacrifice  of  their  judgment  and  self-control,"  (Ibid.:298) 
Women  were  supposed  to  be  placid  and  calm  creatures  so  as  not  to  chance  giving 
birth  to  retarded  offspring. 

Despite  these  specious  etiologies,  legitimately  scientific  views  on  the 
causes  of  mental  retardation  had  been  espoused  fairly  early  in  history.  For 
example,  in  1650  Francis  Glisson  (1597-1677)  had  identified  hydrocephaly  as 
a  cause  of  some  forms  of  mental  retardation,  (Ruhrah,  1927:266)  And  in  1866 
Down  himself  would  trichotomize  the  causes  of  mental  retardation  into:  1) 
congential,  2)  accidental,  and  3)  developmental.  (Scheerenberger ,  1983:56) 

He  had,  by  this  time,  also  developed  his  unique  (some  would  say  racist)  typology 
of  retarding  conditions  based  on  ethnic  characteristics,  which  would  yield  the 
"mongolian"  variety,  now  known  as  Down's  Syndrome.  (Down,  1867:121-123)  Since 
that  time,  we  have  come  to  identify  well  over  250  different  causes  of  mental 
retardation,  and  while  some  of  our  contemporaries  may  think  that  one  retarded 
person  is  just  like  any  other  retarded  person,  we  know  that  there  are  many 
causes,  and  thus  many  potential  preventive  measures  for  this  heterogeneous 
condition. 

Degree:  The  idea  that  there  were  different  degrees  of  mental  retardation 
as  well  as  different  causes  probably  goes  back  to  antiquity o  There  is  no  doubt 
that  ancient  persons  could  tell  the  difference  in  someone  who  was  a  bit  "slow" 
and  someone  who  could  not  function  at  all.  Such  common  sense  recognitions 
notwithstanding,  there  was  still  a  tendency  throughout  history  for  all  retarded 
people  to  be  lumped  together  in  a  stereotypical  way.  If,  for  instance,  some¬ 
one  was  "possessed,"  it  did  not  make  much  difference  whether  he  was  possessed 
a  little  or  a  lot.  One  of  the  first  modem  classification  systems  by  degree 
of  retardation  was  developed  by  the  Frenchman,  Jean  Esquirol  (1782-1840)  in  a 
posthumous  volume  called  Mental  Maladies,  published  in  1845,  He  divided  mental 
retardation  into  two  levels:  the  imbecile  and  the  idiot,  and  recognized  that 
there  were  variations  in  functional  capacities  within  each  category.  (Esquirol, 
1845)  Despite  this  dichotomy,  most  judgments  about  the  functioning  of  re¬ 
tarded  persons  were  still  based  on  very  subjective  evidence — how  old  the  re¬ 
tarded  person  looked,  how  awkward  or  clumsy  he  was,  for  instance.  More  "objec- 
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tive"  assessments  would  soon  be  developed,  though. 

In  America,  James  Cattell  introduced  the  notion  of  "mental  tests"  in 
1890,  These  tests  measured  such  things  as:  reaction  time,  attention  span, 
and  various  perceptual  processes.  (Scheerenberger ,  1983:  111)  The  real 

thrust  toward  this  kind  of  testing  would  come  from  France,  where  Alfred  Binet 
(1857-1911)  and  Theodore  Simon  (1873-1961)  developed  what  would  eventually 
come  to  be  called  IQ  testing.  Both  had  conducted  extensive  studies  of  men¬ 
tally  retarded  pe'^sons  and  concluded  that  physical  appearance  was  deceiving  in 
determining  a  nerson^s  ability  +"0  fimction.  (Binet  and  Simon,  1910:  49-360.) 

By  1905,  Binet  and  Simon  had  refined  and  tested  a  30  item  scale  and  came  up 
with  a  functional  classification  system  of  retardation  including  idiots  (the 
lowest  functioners) ,  inbeciles,  and  morons.  The  terminology  was  not  very 
elegant  by  modern  standards,  but  the  Binet-Simon  scale  did  show  specifically 
how  the  different  degrees  of  retardation  manifested  themselves,  and  provided 
special  educators  with  the  most  "objective"  measure  they  had  ever  had  to  help 
them  place  retarded  children  in  "appropriate"  school  settings.  Binet  was  con¬ 
vinced  that  intelligence  could  be  enhanced  with  proper  stimulation.  (Binet, 

1909:  141) 

By  1916,  Lewis  Terman  (1877-1956)  of  Stanford  University  introduced  the 
concept  of  Intelligence  Quotient  (IQ)  to  standardize  the  operational  interpre¬ 
tation  of  intelligence  tests  and  the  stage  was  set  for  the  many  controversies 
that  still  persist  regarding  the  efficacy  of  these  tests.  One  of  the  results 
of  this  controversy  was  the  development  of  so-called  adaptive  behavior  tests, 
which  would  standardize  results  to  a  person's  functional  capacities  in  a  specific 
culture  rather  than  giving  a  generic  standardization  as  the  IQ  tests  had  done. 
This  had  all  been  accomplished  by  1915,  so  there  was  no  longer  any  reason  for 
mental  retardation  to  be  homogenized  as  a  public  concept.  Unfortunately,  some 
modern  contemporaries  manage  to  remain  inpervious  to  the  changes  —  a  phenomenon 
that  can  be  partially  explained  by  residuals  of  a  nineteenth  century  social 
philosophy  that  was  called  Social  Darwinism, 

SOCIAL  DARWINISM  AND  THE  INTENSIFICATION  OF  STEREOTYPING: 

Although  the  special  education  movement  of  the  late  nineteenth  and  early 
twentieth  centuries  showed  great  promise,  there  was  still  much  public  opposition 
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to  helping  mentally  retarded  people  improve  their  station  in  life.  Special 
classes  were  ridiculed  in  print.  There  was,  for  example,  a  sardonic  article 
that  appeared  in  the  Providence  (R.I.)  Press  about  that  city’s  pioneering 
special  education  class.  The  article  was  called  "The  Fool  Class."  Such  sar¬ 
casm  made  many  of  Providence’s  parents  of  retarded  children  reluctant  to  put 
their  youngsters  in  the  class.  Moreover,  they  were  concerned  about  the  fact 
that  some  of  the  students  were  placed  in  the  class  because  of  truancy  or  in¬ 
corrigibility.  (Frampton  and  Rowell,  1938:  185)  It  was  enough  for  these 

parents  to  worry  about  the  bad  habits  their  children  would  pick  up  from  other 
retarded  children;  they  certainly  did  not  want  them  to  mimic  the  deviant  tend¬ 
encies  of  "troublemakers."  Further,  there  was  an  unvoiced  stereotype  about 
special  education  teachers;  e.g.,  that  the  dullest  teachers  were  somehow  always 
assigned  to  teach  the  dullest  students,  even  though  evidence  showed  the  opposite 
to  be  much  closer  to  the  truth.  (Esten,  1900:  11) 

Special  education  faced  other  problems.  First,  there  was  some  public 

resistance  to  special  classes  because  of  their  cost  and  efficacy.  Indeed,  Tredgold, 

an  influential  educator  of  the  early  twentieth  century,  said: 

In  the  present  day,  it  is  even  questionable  if  such 

methods  of  so-called  education  are  not  carried  a  little 

too  far;  the  training  of  imbeciles  is  in  danger  of 

becoming  a  popular  fad  and  there  is  a  tendency  to  allow 

it  to  run  in  lines  which  are  altogether  unsuited  to  the 

requirements  and  capabilities  of  these  patients.  (Barber,  1968:  30) 

There  was  also  fear  that  if  retarded  boys  and  girls  were  allowed  to  share 
the  same  classroom,  illicit  procreation  would  result.  (Boehme,  1909-1910:  86) 

This  kind  of  thinking  was  characteristic  of  the  purveyors  of  the  Social  Darwinist 
ideaology,  which  was  to  become  quite  pervasive  during  this  historical  period. 

Let  us  examine  it  more  closely. 

In  1869,  Francis  Galton  (1822-1911),  Charles  Darwin’s  half-cousin,  wrote 
a  monograph  called  Hereditary  Genius,  in  which  he  argued  that  individual  greatness 
followed  family  lines.  The  converse,  of  course,  was  that  ineptitude  and  incompe¬ 
tence  were  also  hereditary.  By  1883,  Galton  introduced  the  concept  of  "eugenics," 
which  he  defined  as  "the  science  which  deals  with  influences  that  improve  the 
inborn  qualities  of  the  race,"  (Kanner,  1964:  128)  The  original  thrust  of  the 

eugenics  movement  was  on  the  positive  enhancement,  even  perf ectability ,  of  the 
human  race  through  selective  breeding.  It  was  not  too  long  though  until  the  focus 
shifted  to  negatively  restricting  the  lives  of  people  deemed  "undesirable," 
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(Bender,  1977:  45)  An  epiphenomenon  of  this  kind  of  ideation  (if  it  can  be 

called  that)  was  something  called  "the  eugenic  scare,"  (Kanner,  1964:  133) 

which  would  lead  to  the  emergence,  or  in  some  cases  reemergence,  of  three 
stereotypes  about  retarded  persons:  1)  that  they  were  bom  deviants,  moral 
imbeciles,  dangerous  to  the  rest  of  society;  2)  that  they  must  be  segregated 
from  the  rest  of  society,  they  would  contaminate  it  genetically.  We  shall 
examine  each  of  these  stereotypes  in  its  turn. 

THE  MORAL  IMBECILE: 

In  1877,  Richard  L.  Dugdale  (1841-1883)  wrote  a  book  about  a  degererate 
family  called  The  Jukes.  (Dugdale,  1888)  Dugdale  emphasized  the  environmental 
factors  involved  in  this  family ^s  remarkably  high  incidence  of  pauperism, 
harlotry,  illigitimacy,  venereal  disease,  deformed  children,  and  their  generally 
overall  high  crime  rate.  (Ibid.,  (1910  edition):  65-66)  In  1912,  Henry  Goddard 
(1866-1957)  published  his  famous  tract  on  a  family  similar  to  the  Jukes  named 
The  Kallikak  Family.  (Goddard,  1912)  Goddard  had  traced  the  genealogy  of  an  8- 
year-old  girl  he  chanced  to  encounter  at  the  Vineland  School.  Deborah  Kallikak 
(the  name  was  fictitious,  coming  from  the  Greek  words  kalos ,  meaning  pleasing  or 
attractive,  and  kakos ,  meaning  evil)  (Kanner,  1964)  was  the  great-great-great 
granddaughter  of  Martin  Kallikak,  who  had  married  twice,  once  to  a  "feebleminded" 
barmaid,  and  then  to  a  woman  Goddard  deemed  a  respectable  woman.  Goddard  deduced 
that  of  the  matching  of  the  barmaid,  143  of  480  descendants  were  "feeble-minded." 
Of  the  marriage  to  the  other  woman,  496  out  of  496  descendants  were  found  to  be 
respectable  citizens,  or,  as  he  stated  it,  "prominent  in  every  phase  of  social 
life."  (Scheerenberger,  1983:  149)  To  Dugdale,  Goddard  and  their  followers, 

the  evidence  was  clear:  mental  deficiency  inevitably  led  to  poverty,  disease, 
moral  degeneration,  sexual  promiscuity,  and  crime.  The  "moral  imbecile"  was  a 
pestilence.  Witness  the  following  quotes  from  the  time:  "Every  feeble-minded 
person,  especially  the  high-grade  imbecile,  is  a  potential  criminal,  needing  only 
the  proper  environment  and  opportunity  for  development  and  expression  for  his 
criminal  tendencies.  The  unrecognized  imbecile  is  the  most  dangerous  element  in 
the  community."  (Clarke  and  Clarke,  1965:  16-17)  Or:  "Mental  blights  linked 

to  the  intensifying  influences  of  poverty  and  physical  distress  skulk  threatening 
in  the  rear,  while  in  your  path  you  brush  by  many  slumbering  volcanoes  that  only 
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want  some  peculiarly  exciting  stumulus  to  make  them  burst  forth  their  murderous, 
ruinous  fires."  (Osborne,  1894:  382) 

The  logical  outcome  of  the  moral  imbecile  stereotype  was  threefold:  First, 
if  mental  deficiency  were  hereditary,  no  amount  of  training  could  reduce  it.  It 
was  pointless  to  try  to  erase  through  alterations  in  the  social  environment  that 
which  was  genetically  imprinted.  Special  education  was  an  exercise  in  futility. 
Second,  if  we  wanted  to  keep  the  "ruinous  fires"  of  mental  deficiency  from  burning 
in  our  communities,  we  must  segregate  retarded  people  through  confinement.  Third, 
we  must  stifle  their  propagation  so  they  would  not  contaminate  the  rest  of  us. 

"PUT  AWAY": 

Dorothea  Dix  had  been  angered  by  the  deplorable  conditions  in  the  workhouses, 
almshouses,  houses  of  correction,  and  mental  institutions  to  which  retarded  people 
had  been  consigned  in  the  mid-nineteenth  century.  Such  living  arrangements  were 
not  the  only  residences  available  to  retarded  persons  as  there  had  been  some  re¬ 
markable  experiments  done  with  small  group  home  living  for  retarded  people  under 
the  direction  of  Hervey  B.  Wilber  (1820-1883).  (Scheerenberger ,  1983:  120) 

Despite  the  success  of  such  experiments,  the  norm  for  residential  services  for 
mentally  retarded  persons  became  the  large-scale  institutions.  It  is  important 
to  remember  that  the  early  institutions  in  the  United  States  were  actually  viewed 
as  improtant  reforms  in  the  amelioration  of  the  lives  of  retarded  persons.  They 
were  better  than  most  of  the  alternatives  Dix  had  found  so  disgusting.  The  reformers 
of  the  1850s  saw  these  institutions  as  places  where  retarded  persons  could  get  the 
benefits  of  special  education o  A  few  even  thought  the  institutions  could  serve  as 
conduits  to  get  residents  back  into  the  community.  Hence,  the  change  in  residential 
patterns  that  was  apparent  in  the  aftermath  of  the  eugenics  movement  was  not  so 
much  a  change  in  terrain  as  in  tone.  To  wit,  the  hopes  about  institutions  inspired 
by  the  special  education  movement  would  not  be  applied  to  thB  post-eugenics  insti¬ 
tutions,  The  buildings  might  not  have  changed  much,  but  what  went  on  inside  them 
did.  Indeed,  these  institutions  were  not  the  "villages  of  the  simple,"  "the  cities 
of  refuge"  Kerlin  talked  about  in  1885,  (White  and  Wolf ensberger,  1969:  7) 

Instead  they  became  places  of  confinement,  not  unlike  their  medieval  predecessors, 
where  residents  were  segregated  by  age,  sex,  ability  level,  and  in  some  states, 
race,  (Baumeister  and  Butterfield,  1970:  cited  in  National  Association  for  Retarded 
Citizens:  56)  No  priority  was  given  to  education,  (Journal  of  Psycho-Asthenics , 
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1913:  58)  rationalizations  such  as  the  following  being  used:  "An  idiot  awakened 
to  his  condition  is  a  miserable  one.  (Butter,  1883:  152)  Many  residents  who 

had  been  guilty  of  minor  infractions  on  the  outside  were  given  "life  sentences" 
in  effect,  because  they  could  not  be  released  until  they  were  able  to  prove  they 
had  reformed  (Fernald,  1919:  62)  or  were  cured  of  their  retardation.  This  is 

of  particular  interest  because  a  life  sentence  in  some  of  these  places  did  not 
hold  the  promise  of  a  very  long  life.  The'  hypocrisy  of  the  institutional  phil¬ 
osophies  on  this  score  can  be  seen  in  the  fact  that  the  institutions  of  the  time, 
euphemistically  called  "hospitals,"  were  anything  but  therapeutic o  For  example, 
"less  than  a  third  of  those  persons  committed  to  Elwyn  School  (one  of  the  "better" 
institutions)  lived  to  the  age  of  twenty.  Eight  out  of  625  residents  made  it  to 
forty.  The  most  common  cause  of  death  was  tuberculosis,  although  a  smaller  percent 
died  of  consumption  at  Elwyn  than  statistics  quoted  in  most  other  institutions 
across  the  country."  (White  and  Wolf ensberger ,  1969:  7)  (This  phenomenon  was 

similar  to  what  was  happening  in  institutions  in  England  during  the  same  period.) 
(Shuttleworth,  1886:  315-322)  The  fact  was  that  the  implementation  of  the  Social 

Darwinist  philosophy  of  institutionalization  was  leading  America  into  an  era  of 
legally  sanctioned  genocide.  Further,  the  institutional  ethos  that  was  developing 
highlighted  another  untoward  element  of  the  institutional  life  of  the  time  —  that 
retarded  persons  were  institutional  peons  or  slaves. 

THE  SLAVE: 

We  have  seen  the  servitude  retarded  persons  were  subjected  to  in  Roman  times. 
We  know  that  during  the  Dark  Ages  thousands  of  handicapped  (and  nonhandicapped) 
children  were  "sold  into  slavery  by  the  impoverished  inhabitants  of  Gaul,  Germany, 
and  Britain.  (Scheerenberger ,  1983:  31)  It  had  been  the  case  in  England  in  the 

eighteenth  century  that  pauper  children  were  bound  out  to  mill  owners,  and  that 
parish  authorities,  in  order  to  get  rid  of  retarded  children,  "often  bargained 
that  the  mill-owners  take  on  idiot  with  every  20  children,"  (Pinter,  1923:  7) 

In  the  mid-eighteenth  century,  retarded  people  were  commonly  indentured,  placed  in 
bondage,  or  put  in  apprenticeships  that  were  tantamount  to  bondageo  (Deutsch,  1949; 
Richards,  1935)  By  the  mid-nineteenth  century,  retarded  persons  were  being  "bid 
out"  by  localities  too  impoverished  or  indifferent  to  take  care  of  their  needs. 

In  essence,  when  a  person  was  "bid  out,"  he  or  she  was  sold  to  the  highest  bidder 
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who  would  consent  to  provide  minimal  care  and  maintenance  of  that  person. 
(Scheerenberger ,  1983:100)  For  example,  in  1845,  Emaley  Wiley  bought  all  the 
paupers  (which  included  retarded  persons)  of  Fulton  County,  Illinois,  for  $594. 
(Friedman,  1973)  Institutional  peonage  was  widespread  from  the  inception  of 
institutions  in  America.  And  as  the  institutions  became  more  custodial  in  the 
wake  of  the  eugenics  movement,  the  pervasive  concern  of  many  administrators 
was  to  see  how  cheaply  they  could  house  residents.  Femald  reported  in  1883 
one  institution  in  which  the  cost  of  housing  "inmates"  was  reduced  from  $300 
to  $100  per  annum,  "largely  from  the  fact  that  the  work  of  caring  for  the  low- 
grade  children  in  the  custodial  department  was  done  to  a  large  extent  by  the 
inmates  themselves."  (Fernald,  1893,  cited  in  White  and  Wolf ensberger ,  1969:6) 
Prior  to  World  War  I,  institutional  employees  "served  primarily  as  supervisors 
of  resident  workers  rather  than  providers  of  direct  (habilitative)  service." 
(Scheerenberger,  1983:160)  If  one  ignores  habilitation  as  the  quid  pro  quo 
for  institutionalization  and  the  constitutional  prohibitions  against  slavery, 
perhaps  it  could  be  argued  that  the  work  of  the  captive  institutional  peons 
was  at  least  productive  and  therefore  justified.  In  fact,  though,  there  prob¬ 
ably  existed  a  great  disparity  between  the  potential  and  the  real  productivity 
of  this  captive  work  force.  An  example  of  this  can  be  seen  in  the  statements 
of  Henry  Clapp  in  1898,  who  suggested  that  the  higher-grade  inmates  could  do 
enough  work  to  pay  for  their  support  in  the  institution,  but  that  "in  order  to 
find  exercise  for  them,  they  could  be  made  to  carry  stones  from  one  pile  to 
another  pile  fifty  feet  away/'  (Clapp,  1898,  cited  in  White  and  Wolf ensberger , 
1969:8)  So  the  retarded  inmates  of  America’s  institutions  would  do  slave  labor 
that  did  not  even  maximize  their  abilities — a  case  of  multidimensional  waste 
and  exploitation. 

Today,  there  are  legal  proscriptions  against  institutional  bondage,  al¬ 
though  minimum  wage  rates  do  not  apply  to  retarded  persons,  and  many  of  them 
receive  wages,  both  in  and  out  of  institutions,  that  are  in  my  opinion,  the 
equivalent  of  slave  wages. 

Another  stereotype  attendant  upon  the  eugenic  scare  was  the  notion  that 
retarded  people  posed  a  threat  to  society  through  genetic  contamination.  His¬ 
torically,  this  view  had  at  least  two  mal-effects  on  retarded  people  and  our 
society:  1)  the  physiological  integrity  of  retarded  persons’  bodies,  especially 

as  manifest  in  their  sexual  rights,  was  undermined  and  2)  a  xenophobic  tendency 
developed  among  some  Americans  with  regard  to  immigration. 
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THE  GENETIC  CONTAMINANTS: 

It  is  difficult  to  determine  just  when  retarded  persons  began  to  have  all 
manner  of  peculiar  sexual  stereotypes  attached  to  them.  We  know  that  in  the 
Middle  Ages,  plagues  so  decimated  Europe  that,  in  order  to  procreate,  women  in 
England  "took  any  kind  of  husbands,  strangers,  the  feeble  and  imbeciles  alike, 
and  without  shame  mated  their  inferiors,"  (Tuchman,  1978:207)  Perhaps  this  is 
where  the  idea  that  retarded  people  have  overactive  libidos  first  developed.  In 
any  event,  there  has  been  a  long-standing  public  attitude  that  is  repressive  of 
retarded  persons’  sexual  activities,  often  times  shared  by  friends  as  well  as 
enemies  of  mentally  handicapped  people.  And  the  thrust  to  prevent  procreation 
has  frequently  led  to  widespread  violations  of  retarded  people’s  physical  integrity. 

Martin  Barr,  an  early  president  of  the  American  Association  on  Mental 
Deficiency,  supported  sterilization  in  the  following  statement:  "The  surgeon’s 
knife  in  place  of  sentimentality,  and  a  nurse  instead  of  a  keeper,,"  (Barr,  1895: 
531)  By  1911,  a  Committee  of  the  American  Breeder’s  Association  pronounced,  "We 
have  decided  that  the  mental  have-nots  in  our  midst,  will,  because  they  are  main¬ 
tained  by  private  and  official  philanthropy,  thrive  and  multiply  and  render  help¬ 
less  the  dwindling  remainder  of  the  intellectual  haves.  We  must  get  them  out  of 
circulation  and  curtail  their  propagation"  (Kanner,  1964:135)  The  Breeder’s 
Association  concluded  that  this  could  be  achieved  if  marriage  laws  were  controlled, 
sterilizations  were  performed,  and  persons  deemed  "unfit"  to  perpetuate  the  race 
were  segregated  in  institutions.  The  "unfit’  category  included:  "(1)  the  feeble¬ 
minded,  (2)  paupers,  (3)  criminaloids ,  (4)  epileptics,  (5)  the  insane,  (6) 

the  constitutionally  weak,  (7)  those  predisposed  to  specific  diseases,  (8)  the 
congenitally  deformed,  and  (9)  those  having  defective  sense  organs,"  (Van 
Wagenen,  1914:186-187)  The  prospect  of  saving  the  species  from  ruin  must  have 
seemed  overwhelming  to  the  eugenicists,  for  it  had  been  estimated  by  one  of  their 
number,  a  man  named  East,  that  if  those  persons  who  were  feeble-minded  were 
"dealt  with,"  it  would  take  8  millenia  to  eradicate  mental  retardation,  (Punnet, 
1917:464-465)  Rather  than  deter  the  eugenicists,  this  seemed  to  whet  their  ap¬ 
petites  to  get  started  on  the  genetic  "cleanup."  The  majority  of  states  passed 
marriage  laws  restricting  the  right  of  retarded  persons  to  marry.  (Best,  1965) 
Sterilization  got  into  full  swing,  Goddard  proposing  that  all  mentally  retarded 
women  should  receive  ovariectomies  and  all  mentally  retarded  males  should  be  cas¬ 
trated  (Perske,  1973:6) — a  position  he  would  later  modify.  It  is  interesting 
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that  "neither  the  professional  coiiimunity  as  a  whole,  political  representatives, 
nor  the  public  in  general  were  enthusiastic  about  sterilization."  (Scheerenber- 
ger,  1983:155)  Unenthusiastic  public  opinion  on  this  matter  did  not  impede  the 
proponents  of  the  genetic  "cleanup"  program,  though.  One  middle-western  insti¬ 
tution  officially  recorded  655  castrations  between  1894  and  1944.  (Perske,  1973: 
6)  And  due  to  the  enthusiasm  of  the  eugenecists,  by  1926,  twenty-three  states 
had  mandatory  sterilization  laws.  (Love,  1973:48)  In  a  Supreme  Court  decision 
in  1927  (Buck  v.  Bell) ,  (Buck  v.  Bell,  1927),  Justice  Holmes  wrote: 

We  have  seen  more  than  once  that  the  public  welfare 
may  call  upon  the  best  citizens  for  their  lives.  It 
would  be  strange  if  it  could  not  call  upon  those  who 
already  sap  the  strength  of  the  state  for  these  lesser 
sacrifices,  often  not  felt  to  be  such  by  those  concerned, 
in  order  to  prevent  our  being  swamped  with  incompetence. 

It  is  better  for  all  the  world  if,  instead  of  waiting  to 
execute  degenerate  offspring  for  crime,  or  let  them  starve 
for  their  imbecility,  society  can  prevent  those  who  are 
manifestly  unfit  from  continuing  their  kind.  The  prin¬ 
ciple  that  sustains  compulsory  vaccination  is  broad  enough 
to  cover  cutting  the  Fallopian  tubes.  .  .  .  Three  generations 
of  imbeciles  is  enougho  (Ferster,  1966:595,  quoting 
Buck  V.  Bell) 

This  decision  was  a  catalyst  for  a  very  active  period  of  sterilization.  Between 
1907  and  1958,  30  states  reported  "a  total  of  31,048  sterilized  mentally  retarded 
persons  (roughly  10,990  males,  20,048  females)'.'  (Davies,  1959)  And  this  figure 
does  not  account  for  all  the  other  "undesirables"  who  were  sterilized  and  all  the 
sterilizations  that  went  unreported.  In  man>  states,  sterilization  was  a  pre¬ 
requisite  for  a  retarded  person’s  release  from  an  institution,  which  usually 
meant  that  the  person  being  sterilized  was  only  mildly  retarded,  if  at  all,  since 
these  were  typically  the  only  retarded  people  released  from  institutions. 

In  addition  to  confining  retarded  people,  res tricing  their  marital  lives, 

and  steriizing  them,  there  was  another  tactic  the  eugenicists  used  to  protect 
the  purity  of  America.  Efforts  were  made  to  halt  the  immigration  of  "genetically 
inferior"  foreigners.  In  the  mid-nineteenth  century,  Dorothea  Dix,  whose  hum¬ 
anitarian  credentials  had  been  without  blemish,  lodged  a  protest  against  the 
unrestricted  immigration  of  foreigners  to  America.  She  said:  "There  is  less 
insanity  in  the  southern,  than  in  the  northern  atates,  proportional  to  the  in¬ 
habitants  of  each;  for  this  disparity  several  causes  may  be  assigned:  there  is, 
in  the  former,  comparitively  but  a  small  influx  of  forei2ners,  while  they  throng 
to  every  district  in  the  latter,  (Dix,  1847:5). 
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U.S.  Census  figures  between  1850  and  1890  showed  a  steadily  increasing 
number  of  mentally  retarded  persons  in  the  country  (Scheerenberger ,  1983:112), 
figures  that  were  attributed  to  hereditary  contamination  and  its  cousin,  immi¬ 
gration.  Indeed,  foreign  ancestry  almost  came  to  be  equated  with  genetic  degen¬ 
eracy,  as  is  seen  in  the  following  quote,  circa  1800:  "We  must  move  on  the 
general  government  to  shut  down  the  flood-gates  through  which  rushes  upon 
us  the  torrent  of  impure  blood  from  the  east  and  the  west.  If  we  are  able  to 
remain  a  dumping  ground  of  all  nations,  we  cannot  build  prisons,  insane  hospi¬ 
tals,  and  retreats  for  the  defective  classes  fast  enough  to  supply  the  demand." 
(Mott,  1891:36)  By  1891,  the  United  States  Immigration  Act  was  amended  to  ex¬ 
clude,  among  others,  "all  idiots."  (U.S.  Statutes-at-Large,  1889-1891:1084) 

In  1923,  Carl  Brigham  published  a  work  called  A  Study  of  American  Intel¬ 
ligence.  Based  on  test  scores  of  American  whites  and  blacks,  and  immigrants, 
Brigham  concluded  that  American  intelligence  was  declining  rapidly  as  a  result 
of  the  influx  of  non-Nordic  immigrants,  and  the  natural  inferiority  of  American 
blacks.  He  said:  "If  immigration  were  stopped  now,  the  decline  of  American  in¬ 
telligence  would  still  be  inevitable."  (Brigham,  1923:210)  This  inevitable 
trend,  he  said,  would  come  from  intermingling  of  the  various  immigrants  and  mis- 
cengenation.  There  was,  however,  an  answer  to  the  problem — deportation  of  the 
"undesirables."  As  of  1904,  one  alien  of  every  5,300  was  deported  because  of 
retardation;  by  1927  one  in  every  234  was  deported  for  the  same  condition. 

(Kolb,  1928:191-203.  In  1928,  the  American  Association  on  Mental  Deficiency 
endorsed  the  deportation  issue.  (Journal  of  Psycho-Asthenics,  1928:264)  So 
deviance  had  been  equated  with  retardation  in  one  stereotype,  and  both  retar¬ 
dation  and  its  by-products  had  been  equated  with  foreign  ancestry  in  another 
stereotype. 

CHALLENGES  TO  SOCIAL  DARWINISM  AND  ITS  STEREOTYPES: 

An  adversarial  relationship  existed  between  the  Social  Darwinists  and  Seguin*s 
successors  throughout  the  twentieth  century,  the  former  dragging  out  all  the  old 
stereotypes  it  had  helped  to  fashion  or  refine  as  part  of  its  philosophy.  The 
special  education  movement  dissipated  a  good  deal  of  its  energy  in  skirmishes 
with  the  eugenicists,  but  the  dialectic  between  the  two  groups  was  not  without 
benefits.  For  one  thing,  the  heat  the  disputes  generated  brought  mental  retar¬ 
dation  "out  of  the  closet" — a  necessary  condition  for  our  society  to  realize 
that  much  of  its  "knowledge"  about  retarded  persons  was  stereotypical.  Such 
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recognitions,  where  they  existed,  may  not  have  had  many  immediate  effects  on 
bettering  the  lot  of  retarded  people,  but  the  arguments  were,  at  least,  on  the 
table. 

There  were  also  some  social  and  political  events  that  held  potential  to 
help  change  public  attitudes  about  retarded  people.  First,  in  1912,  the  Child¬ 
ren’s  Bureau  was  established  to  "investigate  and  report  all  matters  pertaining 
to  the  welfare  of  children."  (President’s  Committee  on  Mental  Retardation,  1977: 
87)  Its  early  activities  included  studies  of  mentally  and  physically  disabled 
children. 

Second,  the  notion  that  mentally  retarded  persons  invariably  needed  to  be 
confined  in  institutions  began  to  be  challenged  at  the  turn  of  the  century  for 
logistical,  practical,  and  moral  reasons.  There  were  insufficient  funds  to  put 
all  retarded  persons  in  institutions,  especially  if  they  could  be  cared  for  at 
home,  and  many  parents  did  not  want  their  children  in  institutions.  Exposes 
and  scandals  showed  that  some  of  the  institutions  provided  no  services.  Public 
schools  began  to  serve  mentally  retarded  people.  Handicapped  people  themselves 
were  given  a  few  opportunities  to  show  that  they  could  live  quite  productively 
in  their  own  communities,  and  several  studies  demonstrated  that  retarded  people 
were  not  necessarily  menaces  to  the  communities  in  which  they  lived.  Perhaps 
most  important,  many  mentally  retarded  persons  served  the  United  States  well  in 
World  War  I,  usually  in  specialized  work  battalions,  although  some  of  these 
soldiers,  after  returning  to  America  from  a  period  of  admirable  service,  were  re¬ 
admitted  to  institutions  because  no  community  alternatives  were  available  to 
them.  (Scheerenberger,  1983:175) 

Third,  social  scientists  began  to  show  the  erroneous  nature  of  Social  Dar¬ 
winist  claims.  For  instance,  a  study  done  in  New  York  City  in  1925  illustrated 
that  only  25.7  percent  of  the  families  on  relief  were  mentally  retarded.  (Haines, 
1925:137)  The  inference  many  persons  drew  from  this  was  that  mental  retardation 
was  not  the  primary  cause  of  poverty. 

Fourth,  research  on  intelligence  testing  showed  that  other  factors  besides 
heredity  were  associated  with  intellectual  performance.  (Scheerenberger,  1983: 
179)  The  public  was  becoming  increasingly  aware  that  the  genetic  factors  as¬ 
sociated  with  mental  retardation  were  very  complex,  that  mental  retardation  was 
not  always  inherited,  and  that,  in  fact,  social  factors  such  as  the  by-products 
of  poverty  could  lead  to  the  retarded  label. 

Fifth,  the  Great  Depression  would  have  dual-edged  effects.  Although  the 
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financial  ruination  of  families  reduced  the  numbers  of  mentally  retarded  per¬ 
sons  released  from  institutions,  and  led  to  numerous  readmissions  because 
families  could  not  care  for  their  retarded  children,  (Moeder,  1932:33-58)  many 
members  of  the  upper  socioeconomic,  "eugenically  fit,"  classes  also  became  im¬ 
poverished,  undermining  the  economic  and  intellectual  elitism  of  the  "old 
eugenics."  As  the  lives  of  families  were  laid  bare  in  the  hard  times,  it  became 
more  difficult  for  middle-and  upper-middle-income  families  to  "hide"  their  re¬ 
tarded  children.  People  began  to  realize  that  parents  from  any  socioeconomic 
class,  from  any  intellectual  "gene  pool,"  could  have  a  retarded  child.  More¬ 
over,  a  few  of  the  programs  designed  to  deal  with  the  economic  effects  of  the 
Depression,  such  as  the  Civilizn  Conservation  Corps,  gave  certain  retarded  per¬ 
sons  an  opportunity  to  participate  successfully  in  holding  down  a  job,  and  in¬ 
creased  their  visibility  in  the  community,  allowing  them  to  show  that  they  did 
have  something  to  contribute.  (Haskell  and  Strauss,  1943:67-71;  Wilson,  1944: 
124-128) 

Sixth,  despite  the  fact  that  some  schools  began  to  exclude  retarded  children 
from  the  opportunities  they  had  enjoyed  in  receiving  public  education,  (Newland, 
1939:187-196)  social  scientists  such  as  Skeels  and  Dye  presented  society  with 
unambiguous  evidence  that  retarded  children  did  benefit  from  an  enriched  social 
and  educational  environment,  (Skeels  and  Dye,  1939:114-136) 

Seventh,  mentally  retarded  persons  served  our  country  as  admirably  in  the 
Second  World  War  as  they  had  done  in  the  First,  not  only  in  the  military,  but 
as  highly  efficient  industrial  workers.  (Yepsen,  1945:291-295)  This  made  re¬ 
tarded  people  more  accessible  to  the  rest  of  the  population,  who  saw  them  in 
what,  given  the  chance,  could  be  their  typical  rather  than  their  stereotypical 
roles.  Moreover,  as  is  the  case  after  most  wars,  more  tolerant  attitudes  toward 
mild  forms  of  deviancy  developed. 

Eighth,  the  decisive  blow  to  the  old  Social  Darwinist  thought  came  in  the 
aftermath  of  World  War  II.  Most  Americans  were  appalled  by  Hitler's  use  of  the 
eugenic  philosophy  in  forging  his  "final  solution,"  a  horror  that  resulted  in 
as  many  as  100,000  retarded  people  being  exterminated.  (Wolf ensberger ,  1981:3) 

Ninth,  familial  factors  also  contributed  to  a  new  climate  surrounding  re¬ 
tarded  persons,  A  trend  that  had  begun  before  the  war  continued  after  it — there 
were  more  families  in  proportion  to  the  population.  (Reed,  1946)  Hence,  there 
were  more  babies  being  bom,  which  resulted  in  an  absolute  rise  in  the  number  of 
mentally  handicapped  persons  in  America.  Moreover,  medical  advances  that  had 


185 


been  made  during  and  after  the  war  increased  the  chances  for  survival  of  a 
handicapped  child  and  prolonged  his  or  her  life  expectancy.  Many  handicapped 
babies  were  born  to  highly  educated,  articulate,  newly  affluent  segments  of 
the  population.  Historically,  the  middle  and  upper  classes  had  sequestered  re¬ 
tarded  children  in  institutions  or  at  home  because  of  the  social  stigma  at¬ 
tached  to  mental  retardation.  The  stigma  was  still  there,  but  retardation  was 
becoming  something  that  could  be  talked  about  more  openly.  This,  coupled  with 
the  fact  that  the  care  of  certain  retarded  children  was  threatening  the  new 
affluence  of  their  parents,  caused  some  of  these  parents  to  unite  in  an  advocacy 
movement  that  had  designs  on  sweeping  away  the  last  vestiges  of  the  stereotypes 
inherent  in  Social  Darwinist  thought,  as  well  as  enduring  the  rights  of  mentally 
retarded  people.  In  the  next  section,  we  shall  examine  a  few  of  the  successes 
and  failures  of  this  movement,  and  some  of  the  stereotypes  that  would  remain 
with  us. 

ADVOCACY  IN  THE  NEW  AGE; 

The  advocacy  movement  that  had  been  ongoing  from  the  time  of  Howe  and 
Sequin  continued  to  pick  up  momentum  that  could  be  seen  in  the  efforts  of  the 
AAMD  and  the  Council  for  Exceptional  Children  (formed  in  1922)  and  which  would 
reach  another  high  point  with  the  establishment,  in  1950,  of  the  National  Asso¬ 
ciation  of  Friends  of  Retarded  Children  (an  important  advocacy  organization  now 
called  the  Association  for  Retarded  Citizens) .  In  the  political  climate  of  the 
forties,  the  Federal  Government  responded  to  parental  and  other  advocacy  pressure, 
conscience,  and  a  sense  of  political  pragmatism  by  making  new  laws  or  amending 
old  ones  that  had  salutary  effects  on  retarded  people.  For  example,  in  1943  the 
Industrial  Rehabilitation  Act  of  1920  was  amended  to  establish  the  Office  of  Vo¬ 
cational  Rehabilitation,  which  served  mentally  retarded  people  as  part  of  its 
clientele.  In  1946,  The  National  Mental  Health  Act  created  the  National  Insti¬ 
tute  of  Mental  Health,  which  has  given  millions  of  dollars  in  research  and 
training  grants  related  to  mental  retardation. 

One  quality  inherent  in  the  organization  of  parents  for  purposes  of  advo¬ 
cacy  which  often  goes  unarticulated  is  that,  despite  its  focus  on  mental  retar¬ 
dation,  the  parent  or  advocacy  movement  was  an  extension  of  the  burgeoning  civil 
rights  movement  of  the  1950s  and  1960s.  The  Civil  Rights  movement  indirectly 
challenged  one  of  the  more  reprehensible  stereotypes  that  had  always  seemed  to 
plague  mentally  handicapped  people;  e.g.,  that  they  had  no  rights,  only  responsi¬ 
bilities. 
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THE  RIGHTLESS: 

As  one  looks  back  on  the  history  of  retarded  people,  it  seems  understated 
to  talk  about  the  rights  retarded  persons  have  been  deprived  of,  since  for  a 
good  part  of  history,  they  did  not  even  have  the  right  to  live!  Where  they  were 
allowed  to  live,  the  rights  available  to  them  were  often  negligible.  For  example, 
in  England  around  1877,  an  "idiot"  had  no  civil  rights,  "could  not  convey  pro¬ 
perty,  could  not  appear  by  an  attorney  (i.e.,  be  represented  when  absent),  could 
not  vote,  could  not  be  a  member  of  Parliament,  and  could  not  be  a  witness;  and 
any  marriage  could  be  annulled,"  (Scheerenberger ,  1983:66)  Such  prohibitions 
notwithstanding,  retarded  people  were  expected  to  be  "responsible,"  and  when, 
for  instance,  they  were  convicted  of  murder  they  were  executed.  (Ibid.)  During 
the  so-called  Progressive  Era  in  the  United  States,  there  were  many  state  laws 
prohibiting  retarded  persons  from  buying  alcoholic  beverages,  bearing  arms,  drawing 
contracts,  and,  in  18  states,  voting.  And  these  were  only  the  explicit  laws.  If 
one  takes  into  account  the  de  facto  norms,  retarded  people  in  America  were,  until 
the  very  recent  past,  devoid  of  civil  rights,  educational  rights,  occupational 
rights,  familial  rights,  sexual  rights  (still  quite  prevalent),  rights  to  due 
process,  guardianship  rights,  and,  in  some  cases,  the  right  to  exist,  (Evans, 

1983:  chapters  8-13) 

The  focus  of  many  of  the  earliest  struggles  of  the  parent  or  advocacy  move¬ 
ment  in  the  United  States  was  improvement  of  educational  services  for  retarded 
students.  Although  the  advocacy  movement  for  retarded  people  was  little  re¬ 
sponsible  for  it,  a  crucial  educational  victory  came  in  the  Supreme  Court’s 
ruling  in  Brown  v.  The  Board  of  Education.  (Brown  v.  The  Board  of  Education,  1954) 
The  case  focused  primarily  on  the  constitutionality  of  racial  segregation,  but 
the  consequences  were  broader.  The  Court’s  decision  affirmed  the  right  of  all 
citizens  to  an  equal  education.  For  retarded  people,  the  logical  extension  of 
that  principle  was  eventually  realized  in  the  passage  of  Public  Law  94-142,  The 
Education  for  All  Handicapped  Children  Act  of  1975 — a  law  that  not  only  said  re¬ 
tarded  children  had  a  right  to  be  educated,  but  that  all  retarded  children,  even 
the  lower  functioning  youngsters,  were  entitled  to  that  right. 

The  other  major  thrust  of  the  advocacy  movement  has  been  in  the  area  of 
residential  rights:  the  foci  here  have  been  getting  appropriate  habilitation 
in  institutions,  deinstitutionalizing  persons  who  did  not  belong  in  them,  and 
facilitating  the  normalization  of  their  lives  on  "the  outside." 
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NORMALIZATION  AND  DEINSTITUTIONALIZATION: 

Although  the  genesis  of  the  normalization  principle  is  often  traced  to 
the  work  of  the  Swede,  Nirje,  who  was  propounding  the  principle  in  the  sixties, 
the  idea  of  normalization  is  really  much  older.  For  example,  in  the  late  1800s 
in  Europe,  many  special  educators  were  working  to  make  their  students  as  "inde¬ 
pendent  as  possible,  in  order  to  keep  them  from  making  mistakes  in  later  life." 
(Maennel,  1909:104,  161)  In  the  United  States  during  this  period,  the  primary 
thrust  in  dealing  with  retarded  persons  was  towards  institutionalization.  There 
were,  however,  a  few  exceptions.  The  American,  Charles  Bernstein  (Bernstein, 
1917:160-161)  (1872-1942)  had,  by  1904,  articulated  and  implemented  a  principle 
virtually  identical  to  that  Wolfensberger  would  popularize  in  his  enormously 
influential  work.  Normalization,  seventy  years  later.  (Wolfensberger,  1972) 

The  principle  of  normalization  is  simple:  "the  utilization  of  means  which 
are  as  culturally  normative  as  possible  in  order  to  establish  and/or  maintain 
behaviors  which  are  as  culturally  normative  as  possible."  (Ibid: 28)  In  other 
words,  retarded  persons  ought  to  have  normal  daily  and  yearly  rhythms,  the 
latter  being  punctuated  by  an  occasional  holiday.  They  ought  to  enjoy  a  normal 
routine  without  so  much  structure  that  their  every  move  is  planned  and  watched. 
They  ought  to  be  able  to  make  choices  which  encompass  their  own  feelings  and 
desires,  and  not  always  have  their  choices  made  for  them.  The  list  could  go  on, 
but  the  point  is  that  retarded  people  ought  to  be  able  to  learn  to  live  their 
lives  like  normal  people  by  living  like  normal  people. 

Proponents  of  normalization  reasoned  that  if  there  were  a  quid  pro  quo  for 
putting  retarded  people  in  institutions,  it  had  to  be  habilitating  them  for  in¬ 
tegration  back  into  mainstream  society.  The  fact  was,  however,  that  the  insti¬ 
tutions  were  so  dissimilar  from  the  environment  one  found  in  mainstream  society 
that  they  intensified  the  dissimilarities  between  people  on  the  "inside"  and 
the  "outside."  Institutions  were  inadequate  training  grounds,  thus  normalization 
could  only  be  achieved  through  deinstitutionalization. 

The  new  reformers  had  their  work  cut  out  for  them,  though.  Institutions 
had  continued  to  grow  in  number  and  size  throughout  the  twentieth  century  in 
America,  75  percent  of  them  being  built  after  1950,  (Scheerenberger ,  1983:240) 
They  were  considered  acceptable  because  doctors  often  counseled  parents  to  in¬ 
stitutionalize  retarded  children  as  soon  as  the  diagnosis  was  made.  And  ironi¬ 
cally,  those  who  did  not  go  to  institutions,  but  lived  at  home,  and  took  special 
education  classes,  often  ended  up  in  institutions  after  graduation  because  there 
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were  no  alternative  residential  facilities  available  to  them,  nor  any  other 
community-based  programming  opportunities.  (Lorenz,  1953) 

In  the  1950s,  the  institutions  were  anachronisms  in  more  ways  than  one. 
Typically,  they  were  housed  in  "obsolete,  remote  military  installations,  VA 
hospitals,  and  (abandoned)  TB  sanitoria."  (Scheerenberger ,  1983:243)  They  were 
largely  custodial  in  function,  (Ibid.:241)  had  ill-trained  staff,  (Ibid.:242) 
and  showed  high  mortality  rates  for  residents.  (Kramer,  Person,  Tarjan,  Morgan, 
and  Wright,  1957:494)  Chemical  and  real  straightjackets ,  and  other  restraints, 
were  commonly  used  on  patients.  Some  inmates  were  tied  to  their  beds.  (Weingold, 
1957:14-25)  Deja  vu. 

Economies  of  scale  were  often  cited  as  the  reason  institutions  were  more 
desirable  than  community-based  residential  alternatives,  although  there  were 
other  reasons  for  the  popularity  of  the  institutions.  For  one  thing  (it  was 
somewhat  errantly  reasoned) ,  since  institutions  had  no  training  facilities  for 
community  placement,  people  should  remain  in  the  institutions.  It  was  considered 
more  economically  expedient  and  psychologically  and  socially  viable  by  some 
parents  to  have  their  retarded  offspring,  especially  the  adults,  out  of  the  home. 
Further,  there  was  a  great  deal  of  community  resistance  to  the  idea  of  deinstitu¬ 
tionalization,  probably  because  the  average  citizen  based  most  of  his  or  her 
views  about  retarded  people  on  stereotypes,  unless  they  happened  to  have  served 
with  a  retarded  person  during  the  war. 

The  history  of  institutions  repeated  itself.  During  the  fifties,  sixties, 
and  early  seventies,  retarded  people  were  warehoused  in  institutions,  while 
most  of  the  public  was  afforded  the  luxury  or  spared  the  inconvenience  of  having 
to  look  at  what  was  going  on  in  them.  And  this  time  we  did  not  have  the  rational¬ 
ization  of  the  "asylum  fevers." 

Then,  in  1970,  a  group  of  advocates  brought  a  civil  suit  on  the  behalf  of  the 
residents  of  Willowbrook,  Americans  largest  institution,  located  in  New  York  State. 
The  litany  of  charges  alleged  against  Willowbrook  is  too  long  to  recite  here,  but 
suffice  it  to  say,  the  suit  charged  that  the  plaintiffs*  First,  Fourth,  Eighth, 
Thirteenth,  and  Fourteenth  Amendment  rights  had  been  violated.  The  plaintiffs 
won  a  Consent  Judgment  against  the  institution  in  1975.  Institutional  reforms 
were  ordered  at  Willowbrook  and  most  of  the  rest  of  the  nation’s  institutions, 
but  it  was  becoming  apparent  that  the  best  reform  would  be  deinstitutionalization. 

So,  with  a  commitment  to  deinstitutionalization  on  the  part  qf  some  advocates,  and 
a  great  deal  of  help  from  the  Federal  Government  and  most  of  the  states,  educational. 


189 


residential,  and  occupational  programs  for  retarded  people  flourished  in  the 
mid-  and  late  seventies.  We  are  drawing  now  to  a  close  of  that  period.  Un¬ 
fortunately,  though,  the  work  has  just  begun. 

For  as  we  enter  the  era  of  the  eighties,  that  period  of  the  adolescence  of 
neo-Social  Darwinism,  we  will  see  some  of  the  timeworn  stereotypes  we  have  dis¬ 
cussed,  again  rearing  their  heads,  as  they  always  must  in  times  of  austerity 
created  by  avarice — times  when  the  weak  are  made  to  suffer  so  the  rich  can 
prosper  beyond  any  realistic  or  moral  sense  of  need  or  fairness.  Let  me  pre¬ 
sent  one  scenario  of  how  the  residuals  of  historical  stereotypes  could  affect 
the  lives  of  retarded  people  if  certain  seemingly  uncontrollable  elitist  urges 
and  insensitivities  are  not  checked  in  our  new  world. 

We  shall  witness  the  revival  of  old  ideas  as  attempts  are  made  to  revive 
the  fear  and  ignorance  that  give  birth  to  stereotype.  The  process  will  begin 
with  funding  recisions  that  destroy  vital,  and  cost  effective,  programs  for 
handicapped  citizens.  Then  we  shall  hear  that  having  retarded  people  in  our  com¬ 
munities  does  not  necessarily  breed  understanding  and  respect — that  contempt  is 
the  more  likely  outcome.  The  words  "economies  of  scale"  will  permeate  the  ver¬ 
nacular.  We  shall  be  told  about  the  traumas  retarded  people — these  eternal 
children — must  endure  on  "the  outside."  We  shall  be  reminded  that  people  who 
are  alike  enjoy  living  together  in  their  ownspecial  worlds.  With  greater  fre¬ 
quency,  we  shall  see  the  deviant  acts  of  retarded  individuals  sensationalized, 
and  some  of  us  will  conclude  that  "retardates"  are,  indeed,  mentally  ill  and 
dangerous. 

No  one  will  mention  genetic  contamination  per  se,  but  we  shall  be  reminded 
constantly  that  we  live  in  a  world  of  unfathomable  technological  complexity  in 
which  only  the  "swift"  can  (and  should)  survive.  We  shall,  without  allusion  to 
the  chemical  minefield  we  inhabit  and  its  effects  on  birth  defects,  be  shown 
the  statistics  on  the  growing  number  of  retarded  children  in  our  midst,  es¬ 
pecially  among  the  social  classes  whose  members  supposedly  do  not  exercise  the 
individual  responsibility  to  take  care  of  themselves. 

We  shall  all  agree  that  retarded  people  should  earn  their  keep,  which,  when 
translated  into  action,  could  end  up  meaning  that  they  ought  to  give  their  labor 
for  a  wage  that  is  inequitable  by  any  standard.  Citizens  on  the  lower  end  of 
the  socio-economic  scale  will  be  made  even  more  mindful  of  the  economic  threats 
retarded  workers  can  pose  to  their  job  security.  "Look  out  for  the  robots  and 
*  retards. *" 
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We  shall  look  for  easy  answers  to  our  manifold  problems.  The  most  facile 
solution  to  the  "problem"  of  retarded  people  will  be  to  have  them  taken  from 
our  sphere  of  interaction,  and  thus,  our  sphere  of  responsibility. 

Some  of  us  will  ask  why  they  cannot  be  cured,  while  others  will  fear  that 
a  condition  which  is  curable  must  also  be  contagious.  We  shall  confine  them. 

In  the  welter  of  anger  and  confused  emotions,  those  parents  who  chance  to 
have  a  retarded  child  will  wonder  what  accursed  thing  they  have  done,  while 
the  plethora  of  entrepreneurs  dressed  in  fundamentalist  preachers^  clothing 
will  mindlessly  concur  with  our  assessment  of  guilt  so  long  as  it  inspires 
fear,  obedience  and  some  form  of  proprietal  expiation  of  that  guilt. 

There  will  be  a  turnabout  in  the  display  of  retarded  citizens  as  advocates 
proselytize  to  non-believers  by  showing  them  what  retarded  people  can  really 
do — creating  well-intentioned  sideshows.  But  the  non-believers  will  not  want 
to  watch,  for  they  will  have  to  make  the  decisions  about  who  shall  live  and 
who  shall  die  to  leave  room  for  the  "survivors."  One  cannot  be  too  close  to 
the  people  about  whom  one  must  make  such  decisions,  for  such  proximity  only  breeds 
faint-heartedness . 

And  if  we  forget  the  stereotypical  antecedents  of  our  ignorance  about  re¬ 
tarded  people,  and  are  not  mindful  of  the  cycles  of  disdain  that  have  charac¬ 
terized  the  interaction  of  handicapped  and  non-handicapped  persons,  and  unless 
we  regard  the  solution  of  their  inherent  problems  as  a  point  of  departure  for 
a  better  world,  rather  than  seeing  their  inadequacies  as  the  nadir  of  a  flawed 
species,  we  shall  regress.  Only  this  time,  when  they  go,  we  all  go,  for  we 
shall  have  returned  to  the  Spartan  jungle  of  the  mind  that  loathes  all  it  per¬ 
ceives  as  weak  or  flawed.  In  fact,  if  we  are  not  mindful  of  our  past,  the 
vitality  of  our  stereotypes  about  retarded  people  will  allow  some  of  us  to 
regress  without  compunction,  so  that  we  can  stigmatize,  confine,  exploit,  and 
eradicate  certain  citizens  in  our  not  so  new,  less  than  brave  world. 
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ANTHROPOLOGY  AND  THE  HANDICAPPED: 

THE  NEED  FOR  A  CROSS-CULTURAL  PERSPECTIVE 

Nora  Groce 

Traditionally,  handicapped  persons  have  been  seen  and  analyzed  primarily 
in  medical  terms.  An  individual’s  inability  to  walk  or  hear  or  see  is  considered, 
in  current  medical  literature  principally  within  the  realm  of  illness  and  disease. 
In  the  social  sciences,  handicaps  have  been  conceived  of  in  terms  of  ’deviance’. 

In  anthropological  and  sociological  literature,  ’deviance’  is  considered  to  be 
that  attribute  in  an  individual  that  sets  him  apart  from  the  population  -  those 
who  are,  by  comparison,  considered  to  be  ’normal’. 

Goffman,  in  his  still  classic  book  on  this  subject.  Stigma,  carried  the 
idea  further  by  arguing  that  those  who  were  in  some  way  deviant  from  the  norm 
could  be  considered  to  have  a  social  ’stigma’.  A  stigma,  according  to  Goffman 
is  any  attribute  that  is  felt  to  be  "deeply  discrediting",  "a  failing,  short¬ 
coming,  a  handicap"  (1963:3).  Such  a  person’s  identity  is  said  to  be  thus 
’spoiled’.  To  use  Mary  Douglas’  theoretical  construct,  such  a  person  is  con¬ 
sidered  "impure"  (1966). 

Within  this  body  of  literature  there  has  been  a  virtually  unquestioned 
assumption  made  that  all  ’handicapped’  individuals  can  be  grouped  together  and 
that  all  ’handicapped’  individuals  are,  by  definition,  "deviant."  The  best  that 
the  'handicapped  man  or  woman  can  do  under  the  circumstances,  we  are  told,  is 
to  pretend  to  be  normal  by  ignoring  those  physical  or  mental  attributes  that  are 
usually  glaringly  apparent  to  all  "normal"  people.  Davis  (1964),  has  termed 
this  ’deviance  disavowal’ — a  concept  which  merely  strengthens  the  idea  of  de¬ 
viance  by  assuming  there  is  a  ’norm’  against  which  people  can  measure  them¬ 
selves,  confirming  or  denying  their  own  worth. 

Most  of  the  recent  research  on  the  ’handicapped’  has  taken  the  concepts 
of  deviance  and  stigma  at  face  value,  building  on  these  to  prove  or  disprove 
particular  points,  without  questioning  the  initial  assumptions  made  about  what 
is  normal  and  what  is  abnormal.  Within  this  broad  and  ill-defined  category, 
it  is  suggested  here,  anthropologists  and  sociologists  have  assembled  a  rag 
tag  series  of  ethnocentric  assumptions  about  ’handicapped’  in  general  that  may 
be  neither  valid  or  accurate.  These  long  established  and  still  fashionable 
terms  are  simplistic  at  best,  and  often  times  simply  misleading  or  wrong,  even 
when  applied  within  our  own  culture.  Cross-culturally,  still  fewer  assumptions 
can  be  made  about  what  does  and  does  not  constitute  a  ’handicap’  in  a  particular 
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society.  At  this  point  we  simply  do  not  know. 

Though  research  on  the  subject  is  increasing,  practically  all  studies 
have  concentrated  on  handicapped  individuals  living  in  present  day  Western 
Europe  or  North  America  and  are  undertaken  as  investigations  of  these  people 
in  relation  to  some  formal  institutionalized  setting  or  specific  governmental 
policy.  Such  approaches  are  certainly  valid  and  worthwhile,  for  today,  in 
these  societies,  many  of  the  ^handicapped’  spend  a  good  part  of  their  formative 
years  in  institutions  and  schools.  But  there  has  been  virtually  no  study 
and  no  understanding  of  the  social  consequences  of  handicaps  outside  these 
institutions,  and  our  common  western  perception  of  the  physically  impaired 
individual  as  abnormal  or  deviant,  is  imputed  to  be  universally  true. 

This  raises  a  fundamental  question — what  is  the  nature  of  a  ’handicap’? 

To  begin,  allow  me  to  offer  a  definition  of  the  term  ’handicap’.  This  is  by  no 
means  self-evident.  Most  scholars  working  in  this  field  have  neglected  to  do 
this,  assuming  everyone  is  already  familiar  with  what  constitutes  a  handicap, 
or  providing  only  a  vague  definition  of  the  same.  The  definition  of  a  handicap 
I  will  make  use  of  is  far  more  specific. 

The  Anthropology  of  the  ’Handicapped’ 

According  to  the  World  Health  Organization,  between  three,  and  ten  percent 
of  the  world’s  population  suffers  some  manner  of  ’handicap’,  induced  either 
congenitally,  by  disease  or  through  accidents.  The  World  Health  Organization 
in  its  International  Classification  of  Impairments,  Disabilities  and  Handicaps 
(Wood:  1981),  presents  a  sequence  portraying  illness-related  phenomena: 

Disease  Impairment 

(or  birth  defect) 

Disability  Handicap 

An  impairment  is  described  as  "any  loss  of  or  abnormality  of  psychological, 
physiological  or  anatomical  structure  or  function".  A  disability  reflects  the 
consequences  of  an  impairment,  being  any  restriction  or  lack  of  ability  to  per¬ 
form  an  activity  in  the  manner  or  within  the  range  considered  normal  for  non- 
impaired  persons.  A  handicap  represents  a  disadvantage  for  a'  given  individual 
resulting  from  an  impairment  or  disability,  that  limits  or  prevents  the  ful¬ 
fillment  of  a  role  that  is  considered  normal  (depending  on  age,  sex  and  socio- 
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cultural  factors)  for  that  individual.  ’Handicaps’  therefore  are  determined 
not  by  an  individual’s  physical  capabilities  but  rather  reflect  the  social 
consequences  of  an  impairment. 

Using  this  as  my  basic  definition,  it  will  be  argued  here,  that  the  per¬ 
ception  of  a  handicap,  with  its  associated  physical  and  social  limitations,  is 
defined  and  tempered  by  the  community  in  which  it  is  found.  Allow  me  here  to 
use  deafness  and  an  example  from  my  own  research  to  illustrate  this. 

Deafness  as  a  Handicap 

There  is  no  question  that  deafness  is  considered  to  be  one  of  the  most 
severe  and  widespread  of  the  major  ’handicaps’.  In  the  United  States  alone, 

14.2  million  Americans  have  some  form  of  hearing  impairment  significant  enough 
to  interfere  with  their  ability  to  communicate  and  of  these,  2  million  have  a 
hearing  loss  so  profound  as  to  be  considered  deaf. 

In  socio-cultural  terms,  a  deaf  person’s  greatest  problem  is  not  his 
inability  to  hear,  but  rather  the  fact  that  his  lack  of  hearing  isolates  him 
socially  from  many  or  all  those  around  him.  A  knowledge  and  awareness  of  the 
culture  in  which  he  lives  is  dampened  to  a  greater  or  lesser  extent  by  the  fact 
that  much  social  information  is  not  passed  on  to  him  because  of  the  difficulty 
or  inability  of  those  around  him  to  communicate  easily  with  him.  Even  where 
a  fully  developed  sign  language  is  used,  the  fact  that  usually  only  a  small 
percentage  of  the  hearing  population  speak  it  means  that  few  can  actually 
communicate  easily  with  a  deaf  person. 

We  have  virtually  no  information  on  what  life  was  like  for  most  deaf  men 
and  women  either  within  our  own  culture  or  cross-culturally  before  the  middle 
of  the  19th  century.  Certainly,  in  many  instances,  the  deaf  seem  to  have  been 
truly  ’handicapped’  by  this  difficulty  in  communicating.  In  present  day  society, 
this  isolation  has  led,  in  many  cases  to  the  formation  of  a  deaf  community, 
sometimes  called  a  ’deaf  subculture’,  which  is  to  some  degree  distinct  from  the 
larger  hearing  world. 

In  both  the  United  States  and  Western  Europe  today,  many  deaf  individuals 
consider  themselves  to  be  members  in  some  part  of  this  ’deaf  subculture’,  bound 
together  by  their  own  educational  experiences,  common  languages  distinct  from 
the  spoken  language  in  use,  (sign  languages),  high  rates  of  endogamous  marriage 
patterns  and  membership  in  a  wide  variety  of  deaf  voluntary  associations.  “  They 
are  isolated , from  the  larger  hearing  society  both  by  their  own  choice  and  by“ 
the  prejudice  and  ignorance  of  the  dominant  hearing  population  in  which  the 
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deaf  are  seen  as  being  "physically,  socially,  and  linguistically  pathological" 
(Woodward:  1973b). 

This  is  very  different,  however,  from  the  role  I  found  the  deaf  played  on 
the  isle  of  Martha’s  Vineyard.  On  this  island  off  the  southeastern  coast  of 
Massachusetts,  from  the  17th  century  to  the  middle  years  of  the  20th,  a  re- 
cessively  inherited  gene  for  profound  congenital  deafness  appeared  within  this 
population  with  a  strikingly  high  frequency.  While  the  national  rate  for  deaf¬ 
ness  during  the  late  19th  century  averaged  1:2700  for  the  population  as  a  whole, 
on  the  Vineyard  the  rate  for  deafness  was  1:150, for  one  particular  town  the 
rate  was  even  higher — 1:25.  In  one  neighborhood  in  this  town,  where  about  six 
families  lived,  and  the  population  averaged  between  sixty  and  seventy,  deafness 
appeared  at  a  frequency  of  1:4. 

Martha’s  Vineyard  and  It’s  Deaf  Community 

On  Martha’s  Vineyard  the  adaption  to  a  handicap  seems  to  have  been  due, 
in  large  measure,  to  a  series  of  social  and  linguistic  adaptations — most  prom¬ 
inent  of  which,  was  that  from  the  late  17th  century  to  the  early  years  of  the 
20th,  hearing  inhabitants  of  Martha’s  Vineyard  maintained  a  bilingual  speech 
community  based  on  spoken  English  and  sign  language  (Groce:  1980;  1983).  Sign 
language  was  spoken  by  almost  everyone  in  the  community  and  used  whenever  a 
deaf  person  was  part  of  the  assembled  group  -  on  boats,  in  stores,  at  town 
meetings,  at  parties  and  among  friends.  It  was  considered  rude  for  a  hearing 
person  not  to  use  sign  language  if  any  deaf  person  was  nearby.  Usually,  the 
sign  language  and  English  were  spoken  by  the  hearing  Vineyarder  at  the  same 
time,  but  if  more  deaf  than  hearing  Vineyarders  were  present,  sign  was  used 
exclusively. 

Because  of  this  sociolinguistic  adaptation,  unlike  individuals  similarly 
’handicapped’  by  deafness  on  the  mainland,  the  Vineyarders  who  were  born  deaf 
had  no  communication  barriers  to  overcome.  They  participated  freely  in  all 
aspects  of  life  in  this  Yankee  community.  They  grew  up,  married,  raised  their 
families  and  earned  their  livings  in  just  the  same  manner  as  did  their  hearing 
family,  friends  and  neighbors.  A  small  scale,  technologically  simple  society, 
(fishermen  and  farmers  made  up  96%  of  the  total  male  population),  there  were 
few  things  the  average  deaf  man  or  woman  could  not  do  (Groce:  1983).  Town  re¬ 
cords,  state  and  local  censuses  and  tax  records,  lend  full. support  to  the 
memories  of  older  Vineyarders  who  could  recall  nothing  strikingly;  different 
about  their  deaf  neighbors.  ; 
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This  participation  of  the  deaf  in  all  day-to-day  work  and  play  situations 
contrasts  with  the  manner  in  which  those  handicapped  by  deafness  were — and  are — 
generally  treated  in  the  United  States  and  in  Western  Europe.  Hence,  although 
deaf  Vineyarders  may  be  considered  ’disabled’  as  they  lacked  the  ability  to 
hear,  they  certainly  can  not  be  considered  handicapped — on  Martha’s  Vineyard 
deafness  was  simply  a  fact  of  life — the  deaf  suffered  no  social  disadvantage 
as  the  result  of  their  physical  impairment.  When  asked  about  the  deaf  being 
’handicapped’,  one  of  my  older  island  informants  nicely  summarized  the  general 
community  attitude  on  the  subject  by  correcting  me  with  the  off-hand  comment: 

"Oh,  those  people  weren’t  handicapped,  dear,  they  were  just  deaf." 

Perhaps  the  strongest  indication  that  a  complete  integration  into  all 
aspects  of  the  Vineyard  society  existed,  was  the  fact  that,  in  all  the  inter¬ 
views  conducted  during  the  course  of  this  research,  deaf  Islanders  were  never 
thought  of,  or  referred  to  as  a  ’group’,  or  as  ’the  deaf’.  There  was,  in  the 
case  of  Martha’s  Vineyard,  no  such  "deaf  community",  or  deaf  "sub-culture". 

A  "deaf  community"  implies  that  those  individuals  who  happened  to  be  born  deaf 
had  a  relationship  with  each  other  that  was  in  some  way  different  or  more 
.  intense  than  the  relationships  they  maintained  with  their  hearing  family,  friends 
and 'neighbors.  This  does  not  seem  to  have  been  the  case  here.  Deafness  was 
taken  as  a  matter  of  course,  rather  than  a  stigma,  and  every  one  of  the  deaf 
Islanders'  who  is  remembered  today,  is  remembered  as  a  unique  individual.  When 
informants  were  questioned  about  the  deaf,  Vineyarders  comments  about  specific 
individuals  could  only  be  elicited  by  reading  down  a  list  of  names  which  in¬ 
cluded  all  deaf  individuals  known  to  have  lived  on  the  Island,  for  when  asked 
point  blank  to  list  all  the  deaf  people  they  had  known,  most  informants  could 
only  remember  one  or  two — although  most  had  known  six  or  seven.  A  typical 
example  of  this  comes  from  an  interview  recently  conducted  with  a  woman  now  in 
her  early  90 ’s.  "Do  you  know  anything  similar  about  Isaiah  and  David?",  I 
asked  her.  "Oh  yes!",  she  replied,  "they  both  were  very  good  fishermen'j  very 
good  indeed."'  Weren’t  they  both  deaf?  I  prodded.  "Yes,  come  to  think  of' it, 

I  guess  they- both  were,"  she  replied,  "I’d  forgotten  about  that." 

ThTe'data  frbm  Martha’s  Vineyard  must  call  into  question  the  assumption 
that  deaf  people  are  inevitably  and  invariably  outsiders  in  a  hearing  world. 

If  these’ people 'were  not  handicapped,  we  must  re-examine  our  concepts  of 
'  devianceand  far ‘more  carefully  define  those  attributes  that  constitutba  handi¬ 
cap.  Moreover,  if  the  definition  of  a  handicap  differs  even  within  our'  own 
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country — it  must  be  assumed  that  the  perception  of  a  handicap  is  culturally 
specific.  If  there  is  not  a  universal  response  to  a  major  handicap  such  as 
deafness,  what  canbesaid  about  'handicaps'  and  'handicapped  individuals'  in 
other  non-western  societies?  What  is  the  cross-cultural  nature  of  handicaps? 

The  way  an  individual  or  group  of  individuals  considered  to  be  'handicapped' 
are  treated  deserves  far  closer  scrutiny. 

To  argue  that  a  cross-cultural  understanding  of  handicaps  is  needed  is 
far  more  than  an  academic  question.  The  anthropology  of  the  handicapped  is  of 
particular  importance  in  this  day  and  age.  Over  the  past  few  years,  national 
and  international  attention  has  begun  to  be  directed  towards  the  problems  faced 
by  the  'handicapped'  (World  Health  Organization:  1981)  although  our  understanding 
of  what  constitutes  a  handicap  in  the  first  place,  remains  limited. 

As  an  increasing  number  of  Third  World  countries  turn  to  western  experts 
for  help  in  designing  programs  for  the  handicapped,  it  is  important  to  be  aware 
that,  in  many  cases,  the  answers  given  to  them  are  highly  ethnocentric — not 
particularly  applicable  to  the  societies  in  which  they  themselves  live. 
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